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ABSTRACT 

/ The author reviews research pertaining to parent 

behavior in relation to child development, repercussions of 
disability on family life, and techniq^jes for helping parents of 
disabled children. Section 1 considers theoretical bases of parenting 
and normal development; biological , psychological, and social factors 
in the genesis of handicaps,* parent adaptation of disability; the 
role of parents toward the disabled child; and children in families 
with disabled parents. A second section addresses the psychological 
trauma experienced by parents when informed of their child's 
disability, repercussions of the disability on the lives of mothers 
and the couple, the clinical importance of grandparents in family 
dynamics around the disabled child, siblings of the disabled childi, ^ 
and repercussions to the family in view of the sociocultural context. 
A final section focuses on parental guidance in outpatient clinicSy 
and in the home environment, the relationship between parents and/ 
'professionals (both in terms of conflict and mutual help), familj 
therapy and parents* groups, the- role of parents* organizations/ and 
fields bf future research. Noted among findings are that there is a 
need f6r a "third person" as mediator in order to fight isolation of 
families with handicapped children. Other findings are that social 
class does not influence psycho,logicsil adaptation to disability but 
does play a role in social adaptation, and that parents' associations 
seem to perform a regulatory role in the system of help to disabled 
persons. Following a bibliography are copies of commentar i'es with the 
^folliwng titles and authors: "Comment on Childhood Disability and the 
Family" (E. Zucman); "Between Earth and Sky — Commentary on Childhood 
Disability and the Family" (W» Roth) ;- "Commentary on Childhood 
Disability in the Family — The 'Added Handicap*" (G. Blom, et al.); 
"The Summer Family Conference — An Adventure in Counseling Families 
with Handicapped Children" (L. Park); and "Disability in the ' 
Family — The Relation between Parents ,and Professionals" (B. 
Dyssegaar^). (SW) ^ * - ' 
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Childhood Disabiliiy in the Family: 
Recognizing the "Added Handicap" 

Abstract 

This monograph is diviiled into three general themes mih many suMhemes: 

• Parent Behavior in relation to child development 

• Repercussions of disability on fan^ily liff % 

• Helping Parents ^ 

Cutting across these three themes, Dr^Zucman speaks of the codded han- 
dicaps, confirmed by man> French and foreign works. 77i^^ oddeH kindmpis, 
m part, an outgrowth of what she calls the tnolerwe ofdLschmre, the insensitive 
way the disability of an infant or child is revealed by professionals to the 
parents -and the subsequent feelings of isolatiojn, guilt and anger which the 
parents (especially the mother) experience: 

It IS Ih. Zucman s contention, as well, that the misuse of psychoanalytic 
theory has contributed to conflictual parent-professional relationships beca^ise 

of the emphasis on guilt. 

Parents and professionals are becoming more aware of the repercussions 
of this added handicap \>n the overall development of the disabled child. Dr 
Zucman traces the lievelopment i>f family therapies and self-help groups and 
parent organizations. She Emphasizes throughout her work the damage that 
the professional -i:e., physician, educator, social worker, rehabilitation 
worker, etc., can ilo if information is presented to parents insensitively or if in- 
formation is consciously or unconsciously withheld. She tends to emphasize, 
without gk>rifying, the importan6e of parents organizations in* helping 
pai:enti>.* Although there are many difficulties with parents groups, what is of 
utmost importance is that these groups have evolved from the initiTtfwe oftfw 
parerUs. professionals are viewed as desirable "third parties" for helping the 
child to develop and helping the family to maintain as normal as possible a rqle 
in society. The concept of the nted for a "third part/ to provide support and 
relief to the family is discussed throughout the monograph. 

* Emphasis in the monograph is given also U) the need for professionals to 
recognize the imfK)rtance of (1) not taking away the parents role and (2) not 
professionalizing the parents. WTien parents become overly concerned about 
techniijue, they can lose their effectiveness as just plain parents. In addition, 
professionaliziition of parents often can lead to neglect of other siblings with 
resulting resentment and disruption to the family and family life. 

Zucman refers to literature that calls the disabled child the rmaler of ex- 
isting^confficts within the family. This is used to counter the more negative 
theones which imply that a disabled child is the creator r)fhmoc in family life. 

Zucman feels that the "iulded handicap" caused by insensitive disclosure 



and subsequent isolation can be avoided through specialized progra^jris for 
hospital staffs and other professionals who would then \)e sMe to provide an 
open atomosphere for disclosure and for information -gmng and shar- 
ing- which ^ould ultimatel> cut down un \yhat Zucman and ofl^ers call the 
"unspoken." It is what is "unspoken" (feelings ^d information which are not 
brou^t out mto the open) that creates additional anguish for the parents. 

Dr. Zucman elaborates on the various themes and sub'themes of this 
literature review using 133 references. \ 
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ABOUT THE AUTHOR AND PREFAfi^ , ^ 

Eliiiciteth Zucman, M.IX i.s a French ph>sician working in pediatric physical 
malicine and ret^abiliUition in Paris, France. She ha.s written several articles 
on disability and the famil> which have bt^en published in France. Currently, 
she IS doing research'with Centre Tfechniqu(i National D'Etudes et de Recher- 
ches sur le Handicaps et les Inadaptations (National Itctiniciil CenUT for 
Research and Study Alx>ut Hanilicaps and Maladjustments) This organizii-^ 
turn has been resFx>nisble, since 1975. for keeping the French ^ovemnnent in- ' 
formed about: . / . 

1) Intervention # 

2) Prevention. educatii)n, rehabilitation <ind social integration 

3) Institutional neecfs 

4) Policies evaluation ' , 
Stuckes jcoriducted at the C.T.N.HR.ILI. f(x.'us on ^uid relate to these 

pnunty Jifeas much in the siime wa> that research done through the National 
Institute for Haridic<ipped Research relate to priori^> ar^^to in rehabiliUitior/in 

the U.S. / ^ 

Dr. Zucman Wcis selected by C.T.N.E.R.H.i. to re^iirch the U)pic area of 
Childhood Disability iind the Famil>; because of lier published trac^k record on 
the U)pic ariii l^^ciiuse of the deep cclncem and caring/which sh? brings U> her 
•work with children^md their families. The Wm^ld Rehal)iliUitiim Vmd ispleas^ 
that I>. Zucman iigreeil U) su)t)mit a version (iry' French) of her work for 
C.T.N.E.R.H.I. for our monograplv^series. / . 

However. l)ecause of cert^iin problems encojintered in the preparation 
and translation, considerable editing and revision's have Uiken place with the 
difficult gi)iil of miiintainirig tlie^tffigiruil flavor a^d inU*nt while attemF)ting to 
miike it more cor;i[>rehensible U) U.S. audiences.lt is'our ho{)e ihat the reader 
WW find the kleius expresseil iri Dr. Zucman's work, 5is well as in the commen- 
Uines, thought-provoking mid useful. Please H'uiihrmr t{our mirt iaw^ fnj com- 
pU'tnuj and retuntimj the qiw^'itionnaire iyjt thj buck of the lHX)k\ 

DicUie E. \yoods 

Project Director 

Intematipnc-^l Exchange of ExjktLs ^ 
a^id Information in fiehabiliUition 

^ • June 



INTRODUCTION 



Motivcrtion and Working Hypothesis 

I have been in contact fi^r twenty years as a mediail professional with 
physically and mentally handicapped children, in must causes with the niultipjy 
handicapped. In tha< capacity I have repeatedly heard parentis expressing 
their pain and anxiety over the cunditiunuf their child. They alSu vuiceil the iid- 
deil pain and anxiety cirising from the liifficulties they encountered in their 
Contacts with different profession als, particuliirly physicians and etlucators'. 
This a<.lditional burden l>eing so freiiuent and so constant appeared to me to 
differ from a mere psychologicid displacement by parents of their trauma. I 
consider it imp<.)rUirit to undersUtnd the mechariisni. iDdeeil, coricenurig the 
treatment of physiciil, sensi^ry and developmentiil dis<ibilities, we have no 
alternative but to accept the fact that our therai>eutic resources are limited,> 
But it is time to reject professional U'haviors that risk inducing supplenicntiiry 
anguish. 

I had this in mind when I sUirted analyT.ing the PYench and Knglisli 
literature on dis^ibility and the family fur the hist ten ^eiirs. Tj clanf> rii) work- 
ing hy|K)thesis I raised the following (luestions: 

• Can theoretical bases concerning the mother-child relationship iis well 
lis the genesis of disiibility explain certain attitudes t)f cerUiin profes 
sioniils? Have these theoretical kises evolved during the histten^ears? 
I)o they comprise' new elements that could modify parentis' and profes- 
sionals' interactions? < ' 

• IXi the ciJtural patterns (Angki Siixon, Uitin, Mediterranean . . .) that 
influence family models also modify: 

-the familial repercussions of the disability? 

-the attitudes of professionals? 
Tlie pnigmatic interest of finding answers to these questicms first 
nu)tivated this work, with the questions guiding my reading of French and 
foreign works, lliere is no question that subjectivity creeps into hith my 
choice of references arid the analyses of documents. 

Characteristics of ttie References Received 

I st<irteil with 3()() references and progressively reiiuceii their nunil)er to 
133, gimknl by the content of thji^ document itself and by the necessity to limit 
the size of this publication. A number of foreign references whose titles anil/or 
' authors se^*meii im{X)rUint couiii not \^ locateil in France, despite my at- 
tenipt.s. 1 am fully aware of the fack of some of tlk? most recent U.S. nnd U.K. 
refererices. / ^ 

IVo thinls of the 133 refetl^rices cited were published l)etwee!') 1976-1980 
cind the remainder in the prtveiling five years. The national origins of the 
publications were ius follows. PVance, 40 |)ercent, U.S.A., 30 percent, tJnited 




King(i()'m, IGjxjrcfnt. and the remaining 15 fK-Tcent came frhm Switzerland, 
Oinada, Israel, and BelKi^^m. Medical profesjsionals and staffs accountinljor 
60 fKTCont i>f the wurks, research and jicademie workTh, 80 percent; and 
parents the remainder. IX*veli)pmenUil disorders and emotional disoniers 
were the most freijuent focus* of the pa|K.'rs reviewed, Imt there wju; con- 
siderable diversity ami a substantial portion dealt with the nuiltiply- 
handiaipptnl. As one wi>uid exj)irt, the dominant themes were parent 
l)ehaviur and child iievek^pment, the impact uT disiihiiity on-fiimiiy life, and 
modes of helping parents with disal)kHl children. 

The general outline of my work presents the distribution oi themes and 
sub-themes emet)^ing from the 130 references. (Tiefer io the 'lUble of ('ontents 
for a complete listing of these themes and sub-themes). 
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PARENTAL BEHAVIOR AND CHILD DEVflOPMENT . 

REGULAR PARENTING AND NORMAL DEVELOPMENT: 
THEORETICAL BASES 

Works published in the lOSOs atul l%Os having an esseijlidly psyuhu- • 
iUiJilytiail appruact, had emphasizeil the ver> Uibic ittipurtanoe uf the miither- 
child relationship. In the 1970 un thecontr<ir>, diversified thtweticiil work^ 
l>ased on drfjerent niethmls tuul approaches, challenged the ps^chuun<ilytic 
concepts {ind refined them. 

P or instance, the concept of niatemai instinct hiis been the object of major 
criticism: ^ .. 

Ihe philosopher BADINTER (1980) describes the evolution of matemaL 
lovojind expectations from mothers (nm the 17th century toourdayS; Heniit- 
tiickon the guilt geneniti>r myth of matemiil instinct is clearly stateiiiuid hjis 
been rdpidly p()pulari7xHrjhtt^ tlie very title of her work, Law, Bemdea. 
^ Her S(K.Mo historical stiirty^tTuinHTateb that "maternity is a gift, nut iin m- • 
stinct." 

(Questioning maternal instinct is but one iispectof the old controversy l)e- 
■fwtvn innate and acquirul that w*us encouniged b> nuniuruu^s [Jiipers itJ the 
7()s (\)net'pts s\ere enrichoi b> uvv, contributions and widely populari/AHi, the 
increasing imporUiru'e given tu familial and social environment is the 
theoretical bjusis for implementing sociiil action progninus of prevention 
(PRIN(;i.K. 1974)/ , 

In the p)iTennial controversy over what is innate and what is mjuircHl, 
new theories ah^ut parental contributiotii. tu the childh de\elopmerit iire <us 
follows: \ . p 

llie conibiriKtion oflK^th; coHhtitutiunal and envirorimt*nt*il factors is riuw ^ 
accepter! (PRIf^lLK/ 197 1. LAITREY, 1980)! idthungh dis^'ussiuns over the 
functions of either factor Jfire far fn)m l)eing closed. 

SrOMI. (197(i) tiH)k over ex|)erinients by HARLOW on rhesus monkeys 
raiseil without nK)thers. M<iny child developn»erit theoreticians, and esiK*cially 
French psychoanalysts (SOrLK. U)78) had uschI. arnuriK uther theoretical 
Uises. ILarluw s exiKTimenLs to comfort the death-giving mother, giulty uf the 
(k^velopmental disturbances Of the cliikl. * 

Sl'OMI pn)pose^ two lirasticiilly new intcr{>retiitiunb a^ruernirig tlie middle 
juid long ninge ref)ercussions of an early lack of mothers care: 
Tlie young motherlesh monkey \s l>ehavior dihturUmoes are reversible, even if 
ntily relatively Thks iK)int emphiisizes the jmpact of the stvondary environ- 
ment on the young rnotherjess monkeys develojmient. 

SrOMIs exiK^nnientst.how the function uf social .stimuli pmvided by young 
monkeys to motherless ones, in the reversibility of disturUuices due to 
deprivation These primary results nml exi>enmenUil confirnuitiori. but .so far 
they .suggest more attention U- pilid to the role of siblings and <igciR*ers< us far 
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<i^ thf afftrtivi- anil stMjial htLnuilatii>ti uf niotlitTloss rliildrun i^^ ruticerruHl. 
- 'Flu' i-DHoi^pt (>( "atUklWiuiit** vvliivli isMitil from sucli t^xi>frinienUil 
rfM'anli'fXpatuK'iliDtihuK'raliv m tlu' 7()V. RrTrKRV(l98())im(K>rt<uit 
tlii'.sLs i>f workh 1,1^1 tlurt^ ^y^^^> I'xatnituHl tl\f j^ikivsmvi; rirv«iluatii»ti 
i)f iUv cDtKvpt uf iK'pnvatu>n i>f ttK>tlit.Th i«iri'. lU' hi^^lili^liLs tht- ^^uavs^i\t' 
rmiilualiDtLs o{ Ihv ciHuept Dfattiu'hnuiit, i^liuwin^ lt^^yun^plt^\lt>. IK' iilM) 
<uitJ>7.tHl till* hiKMJitu'itj i>F tlu» pnnuir> i>r pniu'ipal attadiniait, Inuscil uu tlif 
ru>tK>ti i)f tiu)tu>trup> and tin* cvuliJ^tiun ufCtlu' runrt-pt of UmdiriK, inipl^in^ 
mipnKit> l>ftwtfti niutliiT and iliiKi, uuli i^tinuiLituig tlit* utlitT to build Hit- 
attiK'Finiont whirh is tlu' biusi.s uf futurt* NK'iaUmd jKirMitial k'liaviur. ' 

'lilt* thiHiretiail lutsc'.s'uTtlif cuncupt uf "attacliriaTit"iirf nu\\ solid that 
PVt'nch (SATCiK, IDTt^lcUid Britisli (KLAUS, 11)72) pliysK'iatis \'\v\\ it tlif 
o>nierstont' uf tlit* psy uuvn. liniail stud^ uf tlit* rt'fRTcu.s^iuns uf {>rf mature birtli 
(iLs it dnustuallv M.*(>iiratt's niotbtr and nfwlK>rn (.luld) un the cliild'.sbioluj^ical 
and emotionakdevelopinent. 

Mure rt'A'ntly, RUTrKR (li)81) mid osfRVjally by ANTHONY (WHO) 
^IfscnlK'.s till* cuiK't'pt uf*\ ulncpibilit^" uftlif cliild. TIk- autliurs jiutt* tliat tlif 
ini|>iict uf ttu'dt'privatiun uf tnatt'mal cart' \vm* nut uk'titiail quantit<iLi\fl> 
and iiualitati\i4> for all iliildrt'o. Tlicn tbf> dus^ riU' difftTuntlal vulnt-rabilit^ 
and isolate faeturs that could explain different uutconnes. 

'Hiey euru'tntrate un factors rapal)le uf pnjttvtin^ the^^wlisp^sed child, 
such «Ls. U'ltij^ the first lK>m. l)enefiting fri>ni a stible a'latiunship vvitli une 
parent ur ii fiinuhal or extra faniiliiil substitute ([^rovuKnl it is a |>ennanent 
sul>stitute), lieing a iiuile, i\nd livjpfi in the Country or itta small town. All tliese 
factors apf)e«ii; in their preliminary resc\irch yn-^lneraliMlit) tus ones tliat are 
protective and even capal)le uf Icadinjiptg, <iNu*w ''syndrome of the 
{.>sycholuj^iall> invttlneral)le child.** Acci^rdmg tu A>{TrK)NY, this s^tuirutne is* 
mainly the result uf tlie ability tu coticeptuali/e tlie stress e\i> erietice d. 

rVeneh epideniiulu^ists (l)AViI)S()N anil UHOQUKT, IDSO) rely les.s un 
thyoncept uf\ ulncnilAlity, instead they questiun tlie coiu ept of dejrt'ivation,. 
stressing the provision of early niediciil and siK'ial prevcntiun.. • 

P'roni obsc'i'vatiun.s uf U.") infants uver a [>t*ntKl of three year's. DAVID 
SDN esUiblishetl tin impact hierarchy uf different stK'ial ttml [)sychulu^nuil fac 
tors un the child'.s health l>ehavior. Of the jj:roup. 11 i)ercent pr.o\ed 
**vulneral)le"^hiid ttiore thiUi tliree .soniatie ur U'haviur tli.sturlninces). In 
^•uups of children vvitli a st<il)le tyj>e uf custinly, muther ur .sul)stitute. thi' fre 
ijueney is ei^ht penetit. Hut vulntral>ility*tifftrted tdnit^.st lialfofthe iluldriti 
(-17 |)ercent)\vliuse custinly Wiis unst<il>lr, and it^ ^d'fivteil t^vo-thirds of the 
1 liiKlreir ahen unstable custinly wjls tUSMHiated \vitliJactor*s. related tu the 
nuUlien liuk of t'duuitiun. pre^uuicy eXf>enenctHl tus a hanlship, lack uf 
pref)iinition for tfu- clRKls l)irtli. ur «uixiety and [)ersistent depressiun 

Tit ^'un^'lud^ tills l)nef summary uf the recent evulution uf tlieoretical cun 
•eepts on rej^uhir parenting, we can tuseert^iin that: 

- Tlie scientific di.seiplmes'used ius the Uusis for these theoretical con 
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^ cepts have become widely diversifiecl; Jind 

f*n)grt'H.s WtLs nude m the 70s Upwards olarif^'ing the facrt^^rs v^hich 
i'liTislitute tlie |Ks>cliuli)^ail iuiil MKud t'tivin^rfriientoftheyuun^ child. 
Fn)ni tlii.sjfhti>retiail evi)lutu)n, une am t'Xpei't a^luuble cuntributiun. 
on thf ont* buKl.'pn^gnuns i)f medical ;ind iixiiiU prevention \hat will 
he l)etter juljusted to a diversity of needs; 

on thi' oduT, a ch^inge m tht* attitudes of pn)ffssi(nial.s whcrrthfy 
l)ecunie better infurmeil of the iliversit) and intricacy uf die facturs <it 
play in the physic<il and mental lie^ilth of the child. 

DISCUSSION OF BIOLOGICAL, PSYCHOLOGICAL AND SOCIAL 
FACTORS IN THE GENESIS OF HANDICAPS 

{^HOMBART de LArWE'.s (1973) extemieil reseiirch'un a tuifiunal level 
^x*iinines the v^tnuiis ^kw\\ and familial f*ictor^ tluit can lead to di.sturlAinceh m 
4frie ph>i>jc*d and nitHit-«il litniltii of tlie dnld. Stud>irjg Lu^e fjupulatioius that slie 
ciirefull) ixinipletl m sevenil ri'^unt> uf FVance, .she det»crilKxl <i nunil)er of fiU 
ttirs. dwellin^^ pLice. work of the mother, fciniil) eftnifxisition, jxKsition uf tlie 
Ji.SiJiJetl i luld anion^ Millings, f)hysic;d cotulition ami famil) l)ehauor. She 
nieiiMireil and retiustril^uteii tlle^se' ftictiii> to ;irrive at an ^ictiuil tuthnji/ of 
denlopmertt [or *'nieM)logy'^ from wluch einerj^e the following new tKitioiKs. 
- Ki»r t'acli ftu tor. tliere is a threslioM U'^urid which it kvonies patliogenic. 

She liighlight.s and tlius ls e\eti inure .si^iificant tf le Mimtnatioti aful in 
teniction of different {athogenu facU»rs. For in.staiice, .she den nlK's the tnr 
cuLir reactuin.s (patliogeiiit for. the chiUD'that .sonietinie.s develop with a) dis 
turl>cinces of the parents" , I)) |H'»verty of 'their mkuiI cnMronnu nt* and k ) 
resultmg»if0^raVtition totbtj |»rin*trioiLsness uftlie l ouple. She tfnpli»usi/.Os 
the detennirnng role of sub f<ict(»rh such tUs frt^^uent nio\iiigarid upruiting 
which is now l?nown to sonietinies trigj^cr c*hild alnisi*. ^ 

CHOMBART de LAC^WK totu4ude^l tliat Avjijit she cJletl >svcho ^k\^ 
heretht)" weigheti more hea\il> un tht^child tluui his biolo^uil hemiitv The 
ctmntrtion betw een biiili)git»il lUid'relatioruil fai tors in tlie genesis of dis*iljilit>, 
tLsol)st'rvtHi in eerttun ilink*il s)ndn)niet>tUul*LsptTiei\tnlaiidex|:>enenuni bv 
pjirenLs ;yid physicums, should \m} emphJLsr/XHi here. ^ 

,In nH:ent works,, two chniciil s^ndnmies exeniplif) the conntvtiun U» 
twivrfbiological and environrnenUil factors: 

Psychk^H^uil '^ruinus^nr isnuilhuisii) (VlllV AVI), WTD) isa syndrome recentl> 
descnUni in Fnuiie cUidalH»ut which little is knowri.'*Fnistnitioti tuuiisnT eiii 
ph<isi/^'s die nLitntiv)ruil aiid socuil depriViitiori oliM-^rveil in >nuill si/eil t liildren 
fn>n» undeq)nvilegeti nulieUstUid their si/e weight growdi when pLiutl in 
favonil)leo)riditions. CHlCArDuhjtrtifunl with st^uukinl projtvti\e test.s tlie 
*f)<ireuti>' muiges uf 24 sriuill si/Anl children from diverse milieus. 'Hie [Kirt'nts* 
inuiges of then snuill sizt^l clnMreri. coni|»iireil with that of a control griiUp, 
suggests tluit the fathers inuige is roninionpLu'e, ^>ut the mother's .^upjxtrts 
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suggestions of her power and, inde^, the parents arefeU by the child as being 
overpowering. * - » ' ^ • 

-EpdepSy is another example of a syndrome long Considered purely 
organic but for which the relational components have recently been studied. 
GUEY (1970) analyzed :with great precision wliat appears to him, in what is ex- * , 
perienced by the child -and By his family, as a' gap between the anxiety 
associated with the seizure arid the *fentific image of epilepsy reconstnlcted 
from medical and social information. ' * . , 

Also concemi ng epilepsy' U)NG and' MOORE ('1979) showed how^g^n- 
tal behavior irifluence^the frequency .of seizures: 60% of children with author- 
itative, forbidding parents ha\e clinical seSaires versus only 40% of those rais- 
ed in -a less^hi;eatening environment. * 

Psychological factors In tf^ genesis of handicaps 

There is abundant literature on the psychqgenesis of mental disturbances 
in France following the vogue of the old, works of well known psychoailalysts, 
e,g.,M. LACAN ancf M. MANNONI 'in France, and B. BETTELHEIM in the ' 
I'T.S.'iwhose tRinblatiuns apJ commentaries are numerous in France)'DURN- 
» *ING (1980), d bocial soe^e professor, discovered innumerable traces of these 
early sources in works wri'tten byspecial educators still in training. He Con- 
. t>iders misuse of psychoanalytical knowledge as the main cause of conflicts be- ^ 
tween paretvM and professionals. 

From thii. vast French literature, only three references are used to serve 
as exaiQples of suofl^hsrmful misunderstandings. , 

-BJllSOJJ (M4) stuclied mentally retarded children, nrwst of them 
bedridden, he interprets the death-wish that he sees in mothers as the 
cause -not the coViseqijence-of the child's handicap. 

-DAVID (1976), ini boot popularizing p§>x'hoanalysis for students of 
fc>i>cial sciences and for the general public, is a mere echo, amopj^ so many 
^ others, of tho UiCJiniarf conCept of psychosis; he sees tht young autistic child 
"in a society yevoid of father c'is a child lost in the unconscious desire of the 
rhother." , . , ' 

• -Like GEISSMANN and colleagues (1980), DAVID<L976) conceives the 
elab)ration of a psychosis o^er three ur four generations: 'The heavy anal fixa- 
tiorji of grandpiu-ents prevents p{irenti> frojn lieing aware of their own anal fix ^ 
ations and m^ikes them so fragile that^tHdy are unable in turn to have any life 
projection for one of their d^ldren." 

Thest; few examples help to exy^lain the extenf of the geip between parents 
arid M)me profetvsiun<'ils. But there is anothj^r approach to relational factors in 
the genesis of mental handicaps utilizing a different language: 

-BERGLER (1973), in a pojiB^;* b(k)k translated into French, puts 
himself in the [x)sition of the V^f^^^i^^^al" advocate of parents. He shows 
cleiiri> that children are not as upset 1)> the behavior or subconscious of their 
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mothers as by their own internal fantastical elaburation& uf their mothers* 
behavior and subconscious, often masochistically. 

. LEMAY (1979), a French (Canadian, studies and presents the repercus- 
sions uf the^^eprivatiun uf nnuther s care un the child's dewlypment in a way 
^ that dues nut av uid the issue uf the suffering uf the child, but does not heap the 
mother with guilt either. In order to say "I hurt in my muther"*- which/Is the 
very beautiful title uf Lemay s book - the child can use three languages: affec- 
tive, somatic, and cugnitive. The author explains therapeutically that alK 
mothers knd children ar^ given a sense of mutual responsibility. 

Socidl factors in the genesis of handicaps 

One uf the first studies that compares with some ejcactness the respective 
weight of i>udal and relational factors ur} the mental^ health of theVhild was 
Conducted by CASADEBAIG (1976). He conducted a survey during the 
academic year (1972 73) uf 2,270 childi^ in primary and elementary schi>uls, 
*and 1 ,663 others in the district Mental Health Center. He cumpared these two 
pijpulations and did not find significant differences between them in terms of 
two characteristics, i.e., social and professional category of the father, 
"whether ur not the nriother worked. The same was true fur some family 
criteria, i.e,. (jusitiun among siblings and size uf the family. The unl> facUjr that 
discriminated dx^t ween the twu populations of children was in the rate ot 
se|:>arated parents. 22% in the populatiun of children at the Mental Health 
\Ginter, only 14% in the school population used as the control grmp. 

Other recent works, listed below, deal nut with mental health but with in 
tellectual elficiency and instrumental capacities uf children. The striking fact 
ubservetl in PVench and uther foreign works of the^70s concerning social 
I determinants uf developmental disorders, is the criticism and sometimes the 
rejection of the concept uf mental efficiency and its measuring tool, the I.Q. 

GUAY (1975) demonstrates "the myth of the intellectual incompetence of 
the child coming from an underprivileged milieu" by insisting that when one 
uses an optimal ev aluatii^n proceiiure (whether by providing encouragement 
or by placing the o^iild in a stimulating and relaxed situation), one does not find 
differences in I.Q. between children from different social and cultural 
categories. * 

Other authors, BENJAMIN (1978) and DIATKINE (1979) studied large 
^ groups of economiciilly deprived French populations. They shed a new light on 
the mechanistnM^f serious school failure of "children of outcast parents," which 
so far had led to treating them as mildly or nrioderately mentally deficient 
(E.M.R.). Also emphasized are the repercussions of precarious life conditions 
on the ability of cogniti v e learning. For instance, poor housing and the absence 
, of furniture and other objects, hinders the development of body image and 
language in very deprived families. Very little stimulation is given toward the 
devek)pment of language. The child learns to "do" rather than to "sayA 
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Furthermore, LAUTREY showed that rigid educational s>'stenis and 
values attach^! U> o[x*dience rather than initiative, were tjpical of under- 
• privileged familieb. However, these circumstances do not dinriinish the intellec- 
tual capabilities of the child, but the> inhibit his ability to use them in a school- 
learning situation. Later on, sh>7iess and low expectations on the part uf 
under-priviliged parents towards future school achievements b} their child 
tend to reinforce failure. 

Research conducted by SCHIFF and his colleagues (1978) demonstrated 
the reversibility of intellectual deficiency v under the influence of a change in 
social milieu. The authors studied school achievements, as well as LQ.s of 32 
children adopted at an earl> age b> families of a high social lev el after they had 
been abandoned at birth b> their biological parents of a less privileged social 
class. The sdiool and intellectual achievements of the adopted children were 
compared with those of their brothers and sisters in their biolo^cal families 
and wit,h those of a control group from the same social class at^ the adoptive 
families. The achievements of adopted children were far superior to their 
natuHU siblings' and very close to their adopted milieu s. 

To conclude. Thib discussion of biological, psychological and social factors 
of mental and intellectual deficiency shows that research conducted in the 70 s 
confirms the complexity of multiple factors involved in the genesis of han- 
dicaps. It also leads to identifying more specific sub-factors whose impact is 
often circular and it highlights two new notions still being explored fur preven 
tion programs: 

-The notion of differential vulnerability 

- the notion of reversibility of disturbances ^ 

PARENT ADAPTATION TO DISABILITY 

Interactions are often painful and difficult to objectify 

All parents v oice their pain and the intensity of the interaction between 
them and their handicapped children (FREDET, 1979; GIRON, 1978, HAN- 
NAM, 1980; HERBAUDIERE, 1972). 

More than studies or research documents with a sophisticated 
methixlology, these personal accounts succeed in impressing one with the 
violence of the emotional affects at play, and present the familial scene where 
\mtei»ctionb take place, uften with the mother as the starting point, often also 
witb>ehildren who express themselves through critical episodes affecting their 
bodies (diseases, accidents) more than through verbal language. ' The first 
thing that is striking about these documents is their personal tone, specific to 
each parent, which convinces the reader that he is in on the intimate scene of 
individual interactions, where each person speaks for what he is, in his own 
language. Then, upon reflecting, one retains one image common to all these 
accounts, that uf a constant readjusting of the parents/children interactions, 



that uf an anxiuus and painful equilibrium, always threatened and always 
sought after, in an intense emotional climate. 

However, often, pn>fesi>iunals, psychologists or physicians view and con- 
firm the intensity of the panent/handicapped child interaction, but not its in- 
dividuality. 

This is how C0\,1:L[.0 and LAIRY (198Q) describe the negative but real 
interaction between the child ljurn blind and his mother a^^ the \intouchable - 
untouched." . ^ V 

PRINGLE (1974) describes the modeling of interactions frurn insecure 
parents -when they do not know what to do in front of the unexpected 
child -interactions vvhich provoke insecurity for the child who tends tu adopt 
the bfime attitude towards the handicap ai> his parents. The interactiojn is, in- * 
deed, recognized ^> medical and research professionals^ Kowe\er,Mts 
• mechanisms seem to escape observation. " * 

• DARDENNE anj^ liis a>llaU>raUjrs (1980) studied 30 familiob in Brittany 
with children with motor "disfunctions. ITiej ubserveil that the mother/child, 
relatii>nship becomes cloijfer iifter the child ceiises to walk, thereby suggesting 
tluiX mothers would have a specific psychological profile, 'as if concertti^tihgon 
a'geht^itional desire that would leail them to reject contraception afid "carry" 
their child a second time. WTiy is a psjclioanaljtical hyxKjthesis chosen instead 
of a rec<jgTutiuri of the curicrete r^»alit> that forte the' mother inU> more in- 
timate physical contacts with the child from the time he ce^xses to walk? 

MORVAN (1977) condui^ted research on Ojrqn'txludujn and '*Iietardua- 
fum **of the mongoloid child. I^Yom attitude suiles used w ith a series of mothers 
and children, he found Uut, the mort^ uverprotective the mother's l>eliavlt>r, 
the less she was awar^ of it and the more "retardized" t+ie chijd. 

Here iigairi, one can wonder whether, in the indisputable connection l>e- 
tween the I.Q. of the child and the (>verpn>tective attitude of the mother, one 
should not Reverse the interaction mechanisms. Could it* be, instead, that the 
more retanieil»the child and tlicTefore the less autonomous, the more he will 
ap[)eal to |iuiternal pn)tectiveness. 

Importance and difficulty of communication ^ 

Among many parents' testimonies, that*of BUREAU (1979), mother of a 
chilli with leukemia, foR'es one t^) l)ec(>me aware of the" extent of, the 
**unspokerr-of its rnechanisnus and its interactional repercussions, the physi 
cian hardly t^ilks to the piirents alK>ut the unutterable diiignoirHs, and ncit at all 
to tT5e\liild. Thih silence serves as a model in th^ familj unit, toween parents 
arul child, and l>etween the parentis, allowing for anguish, depression, even 
rel)eHion to develop in silence. 

llie research of ANTHONY (1974a) on family repercussions of terminal 
child diseaseh, and that of LONG and MOORE (1979) Jh the epileptic child'si 
family,»confirms the importance of the "unspoken.'' 
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The study of ZUCMAN (1978), deals with one of the mechanisms at play in 
the diteculty of i3ummunicatiun within thefa^/iily which increases the anxiety 
of interactions. She focusses on the multiply handicapped child, in most cases 
depmed of language and autonomy because of a cerebral nnotor handicap ac- 
companied b> severe mental deficiency She suggests that the restricted field 
of experience and^mmunication generates an exclusive relationship with the 
mother or a mother substitute, that the relationship will be all the more silent, 
as the child cannot use the medium of verbal language and as the mother, at- 
tached to her child but cut off from other social contacts (with the father, the , 

* other children, friends), does not have enough resources left to talk. Such rela- 
tionships sometimes turn into tgtal symbiosis, unless a social "third person** in 
tervenes in time to prevent it. The risk of mother/chiJd symbiosis comes from 
the mothers isolation within the family itself, it is not a metaphor but an 
almost biological reality In some exceptional cases, the mother's death \vas 
soon followed by that of her multiplyhandicapped child, no matter what might 
have been *the quality of the care available after the mother's death. • 

Oblecttfylng the nfiodalltles Of communlccitlon ^ 

The importance an4 difficulties of Communication within the family 
justified man> studies and research in the 70's which focused on the verbal 
interactions between mother and handicapped child. 

'We chose three examples of studies on communication: 

- kOGAN and TYLER (1977) studied verbal and non-verbal interactions 
between mother and child ir\ three groups they compared (normal children, 

* motoi" handicapped children, mentally deficient children). 

They concluded that mothers of motor handicapped children have a pat 
t^rn of interaction which is more directive but also warmer than the other two, 
mothers of mentally deficient children have the lowest rate of txjth verbal and 
non-verbal interactions, but also they we the least punitive of the three 
groups. 

^CONNOR and STACHOWIAK (1971) compared modes of family oral 
communication in three groups of socially matched families where a child iiged 
10 to 12 had been singled out at sc^iool for being either liigh ailjusttnl/' low 
iuljusted^or mentally retarded and placeil in a special ckuss. WrhaF exchanges 
were analyzed according to 9 criteria ijualifying communication in terms of 
interaction. Their results show that: 

The "group with a low-adjusted** child is characterized by \U> lack i)f cu 
hesiveness and a communication style which js confused, avoiiis ci»n 
flicts, but does not function on the basis of consensus. ^ i 

- The group with a "high-adjusted" child is characterized by a high level 
of cohesiveness, frequent open verbal conflicts, with an jirticulate, 
clear style of communication. 

- The group with a mentally deficient child is characterized b> a style of 



communicatiun with strong, very defensive cohesiveness/ Verbal in- 
teractions within the fannily group show that younger, normal children 
' yield the right to b{jeak iu the older ^ndicapped child who expresses 
himself in the same manner as his younger siblings. 
These various modifications in communication between siblings seems to 
offer a kind of cohesiv enesb which is more connfortable and reassuring for each 
member of the group. 

-MARSHALL and his collaborators (1978) conducted a semantic study 
on verbal operant^) used between mother and child (age 3 to 5). The research 
encompassfed a group of 2(hnentally deficient children (I.Q. below 67) and a 
paired control group. The semantic analysis of every verbal exchange over 15 
minutes long showed significant differences between the two groups. A much 
higher rate of echolalic repetitions was found in mentallj deficient children. A 
comparison between the mothers 'uf the two groups showed a higher frequen- 
,c> of questions asked b> the mother of her retarded child. Several Ti>potheses 
are proposed by the author to try and explain this observation: Could it be a 
way of controlling the child? (x>uld it be a sign of the asjTnmetry in the verbal 
interaction? 

This stud> of communication seems to open a new field of research from 
which a more objective knowledge oT interactions between mother and han- 
dicapped child can expected. g 

Tovyards a reciprocal adaptation 

A number of works of the 70*s emphasize familial equilibrium, as it is 
sought after and recreated by a reciprocal adaptl&tion. 

RIESZ (1977) describes, as a mother and an educator, the interaction be 
4;weeri herself and her mongoloid daughter in their everyday life, and she con 
eludes her description of their life of 5 years together by saying: *The han- 
dicapped child makes his parents grow." 

The study by TOMKJEWICZ (1973) goes beyond the classic terms of "re- 
jection" and "overprotection" because.these words serve to stereot>pe parents' 
behavior in as much as their explicit demands need decoding if one really 
wants to understand their meaning. An application for institutionalization, for 
, instance, does not necessarily mean rejection of the child but can be instead an 
appeal for help. He proposed that familial equilibrium and toleration for the 
child do not necessarilj go together and are liable to evolve with time. Taking 
into consideration* the different forms of familial equilibrium established 
around a handicapped child, he feels that the handicapped child can play a 
positive role in the family s emotional system. His handicap hurts, but it can 
also bnng to his parents, depending on different situations, the secondary 
benefits of possession and indefinitely prolonged help towards the child that js 
a painful but real form of fight against aging. The modificajtions of the original 
but often fragile familial etjuilibrium make the handicapped child into the 
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revealer uf pre-existing family interactions (conflict or scjlidarity in the paren- 
Uil couple), but not their provj>cative agency, contrar>^ tcj what is still often 
said. ;nie stertH)types uf rejt\:tiuri ami ov erpjrott^itiun are nu lunger valid after 
a review of such studies. 

WATSON and MIDLARSKY (1979) shed a completely new light on'over- 
'l/rotection, they studieci 38 mothers uf mentally deficient children and 70 
mothers of normiil chiKiren and observeii their attitudes and opinions on men- 

^ tal deficiency, ius well ai their image uf social reaction. Mothers of mentally 
deficient children have a more p^jsitive attitudt^ tow ards mental deficiency, bat 
expect a negative attitude from the community. Th\s leads the authors to con- 
clude that the "overprotective" attitude uf mothers seems linked to their 
neg-ative image of social reaction, lliey attempt Uj protect their handicapped 
child fn)m rejection by a society of which they most likely feel a part. 

To CA/ricliuie. Kecenjt .^tudies and research on reciprocal adaptation of 
parents and handicappeil children, whether or not they focus on patterns of 
communication, for the most part suggest the need for a **third person'* as 
meiliator - the presence of the father bet\veen mother and child, availability of 
a finendly, ^ku^ or professional environment -in order to fight isolation, the 

\^^^,,,.^rViajor "surhandicap** of famHies. 

. ROLE OF PAIlENTS TOWARDS THEIR DISABLED CHILD 

\ 

For a longs^timp the role of parents towards their disabled child was 
> neglected. Thei^t came to be interpreted either as pathogenic (see discussion 
of psychosocial facU)rs in the genesis of handicaps above); or jus a means of 
replacing the professionals. 

Here I vvill analyze the role of parents of disabled children as parents. 
How do theji behave? WTiat du they wish? What influence do they have as 
parents on the development of their child? 

Parents talk about their rote towards their disabled child 

Testimonies written by parents - almost exclusively by mothers - describe 
without theorizing their role of daily support of their child. 

, HERBAUJUIERF: (I97I), for instance, describes the ever>'day life of her 
autistic cluld^n'the family and illustrates the complexity of the parenUil mle. In 
this case it is primarily the mother, hut also the father and brother uf Cati, who 
act at every level in response to the needs of the child: 

pfuviiiing care and security to this autistic child who often endangers her 
own life; 

trying to anderst<irKl her unpanlicUible l)ehavior where acting oi^t plays 
thV role of langiuige; 

l>egging from profession^ils, sometimes in vain, explanations, concrete 
helf). comfort, and an educational fmmework. 

HKRHAUDIERE does not understiite the pain, fatigue, discouragement, 
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anger and even aggressiveness triggered in the family by such a heavy load. 
One can underst^d why the parental role can so frequently become more 
technique-oriented. AJthouglf professionals or parents' isolation might lead to 
this, emphasis on tei^jniquesx nevertheless remains a deifense mechanism/ 

Other mothers describe the hindrances to their performing their parents' 
role: GIRON (1978), with the significant title, The Hindered Afo^,> shows 
' how erroneous medical diagnoses and the absence of insight" about the 
psychological trauma she experienced at the birth of her child kejit her from 
performing her rofe as mother for a k)ng time. FREDET (1979) recounts the 
painful expericnet of being denietl recognition b) professionals ab t-he'ryiother 
unless- 9lic was willing tu accept the responsibilit> of the bandies^. Again, the 
title of hep book, fill/. Madam, Ycm are the Mother — is revealing. 

Two other documents actually show parents addressing professlontils 
while remaining in tlieir parents' roles. For example, ^ ►group of ^^nts 
^ {Parents Speak 1978) speak out agjiinst prt^fesbiojials about the legitini<wjy of 
behavior modification therapies, not for theoretical reasons of for educational 
efficiency, byt for the sake of their children's ph>sical safety, which falls indeed 
in the realni i)f their responsibility. Other (UNAFAM, 1979) parents of mental- 
ly disturbed, institutionalized adults, demand to talk with the rturses about 
physical care and everjday life activities of their children 3ix)Wt which they sfc-e 
better informed than anyone. - ^ ' 

Parental Influence . ^ ^ 

The mechanism t/f parental 'influence on the disables! child is highlighted 
by AJURIAGUERRA and ABENSUR0972) coriceming the deaif child. They 
base their work on prior work by RE FOND, PINTER and MEADOW w^ho 
demonstrated that children bom deaf of deaf parents are better iidapted than- 
those bom of hearing parents. They suggest that this ^volution towards a bet- 
ter social auU>nom> takes place through a positive identification of the child 
with his parents who use the same language, i.e., sigh language. Deaf parents 
can convey to their deaf child a better self-image^ , » , . ^ 

The SANDOW and CLARCKE (1978) study of severely handicapped 
children (Downs SyTidrome, I.M.C. -central motor handicapped) confirms 
that a fjositivc parental self image has a stn)ng influence on the disiiljled child. 
They compiire. a pHJstwriori, the deveK)pment of 32 children distributed in two 
gn>up)S according to the frequency of the help applied for by parents and given 
in the^ homes during the first three years. They observe that children who 
yeceived' mure fretjuent professional help in their first year developed mure 
rapiilly for a while, then stagnateil, and finally, at age'3, performeii less well 
than the others. This could me^, according to the authors, Jth^tt parents who 
depend less on care services may be more stimulating foi; .their child. 

KASUO-NIGURA and MEYERS MINK (1980) studied the relationship 
l)etween the role of the family and the role of the social environment on the 
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development uf the mentall> deficient child living at home. The5 observ^ed'two 
groupb of children; 114 .severely deficient children (TMR) and 152 mildly or 
moderately deficient children (EMR) fi\)m underpri-vifeged social milieus. • 
They learned that familial and social factors act in the same direction on the * 
child's development. If the family is in hamnony with its social environment, it 
can help the child develop harmoniously. But if there are conflicts bptween the 
fami]> and its social environment, or within the family, the disablec/child is less ^ 
tolerated. Tfjese observations are true for the two groups of c?ffildren (TMR 
and EMR). 

WTien children 35-e "institutionalized," the role of parents remains impor- 
tant. VIIAECHEOUX-BONNAFE (1974) showed that the links between 
parents and children per&isted, provideii the institution permitted parents to 
Visit their children. Parents had an indirect impact on their institutionalized 
child's development beaiube those whw took care of the child in the institution 
provided hini with differential air<#>aised on the image the> had of the family.' 
For instance, educators can help tffe chllii pn^ess only if they are convinced 
that parents wish'the child to progress and care that the> are-sepamted from 
their child. , , 

^ ANDERSON and co-authors (1976) have studied factors effcx^ting the • 
linkage tetween parents and ah institutionalised child. They isolated six 
variables enabling them to predict rare visits: 

-Concerning the child, a visible handicap and a low intellectual le^el; 

-Concerning tFie parents: geographical distance, socio-cultural dif- 
' Realties cmd separation followed by second marriage in the couple; • 
* -Concerning the institution, the authors considered only one', fac- 
tor-that medteal care iva^ free, but it seems U) us that other more influential 
factors on parents' visits might be the rigidity towards parents, the size of the 
institution, its accessibility, and' the quality of services. 

Examples of programs that respect ttie natural parental function 

K.l\ MEAIX)W and L. MEADOW (1971) recognize, as I do, a dual func- 
tion for parents of handicapped children, a technical function tjf rehabilitation 
and education, and an iiffective function ("expressive role"). They view^hem :is 
always mtertwinal and l^elieve that the parents must be taught theirparenDil 
nJes. * \ 

I would prefer to give here a few examples of experiments and services 
that respect the natural parental function: 

The most famous of all is reported by WINNICOTT (1980). The stor^ of 
little Piggle" IS a unique instance of psychoanalytical treatment of a little girl 
"dunng which therapy sessions took place on an irregular basis, over a long 
period of time, not freijuently, and always at the request of the parents who, 
during the intervals, relayed the voice of the child and of the therapist, while 
keeping their role its participating fitu-ents, translating into every^day iictivities 
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the new needs of the child as they perceived them." Parents themselves ex- 
pressed that it wai) must valuable to them to be allowed tu take part in a 
growth and repair process. This wa> a\ uided having parents feeling left out in 
the cold, or competitive toward ur envious uf the therapist (as well iis envious 
of the child). Otherwise, in urder to avoid such paiiful feelrngs and potential 
obstructive behavior, they run the risk uf withdmj/ing frum a living relatiun- 
' ship with the child and just "giving him awa> " ttTan authurity .figure enduwed 
. with technical know-how and knowledge. 

Indeed, this experiment invulyed Winnicutt and his incredible Uilent at in- 
dividualizing each therapy and at communicating, and include^.! piirtfcularly 
enlightened and available parents. One wuuld wish that this unkiue expiTi- 
ment could become a model.' . » ♦ . ' 

I retained here four examples uf services providing parentis uf very liis- 
abled children w ith help "un demand" w hich w^uuld respect the natural parentiil 
function: 

- In France, the CESAP (1974), a regional service for multiplyhandieap- 
{>ed children uffers, w hen families demand it, cuncrete and educatioruil help U) 
Si-verely handii'iipf^'d children. In this type uf service, a family helper and a 
techniail educaU)r can tiike uver frum the muther, alluwing her to regain surne 
uf her freedum for her role as a wift^, a wui]>an, a muther uf the other cluldren, 
a fiartioipant in sociiil life, Withuut.being denied her rule as muther to the han- 
dicapped child. In addition U) the Ijenefits tu the muther, all' the children can 
l)enefit frum the mure equiilly di.stributed attentiun pruvidt^d by tlie helf^er. 

-The program TEMPO (HORSE, 1979) in the U.S. appeiu^ to have 
similar goals and is currently teing evaluated. 

- In the U.K. (RAYNER, 1978) and in Sweden EVANS,(1978), flexible 
and diversifies! programs are being implementeil, where, ufxjn parents ile- 
mand, different forms uf respite are pruvided: help rn the hume, tcnipiiniry 
stiiys in apartments, vacatiun phices, and ^fuster humes" for the child with ur 
without his muther. These prugrams never eliminate the muther s nJe wtiuse 
choices and decisions are respected, v 

To conclude: testimonies, studies and research of the 70's have led to a 
better knowledge of the specific rple of parents which will must likely alluw,us 
in the future tu avuid twu possible risks, turning [jarents intu prufessiun<ilsarid 
actmil denitil of the'parentzil role. 

CHILDREN IN FAMILIES WITH DISABLED PARENTS 

Emotional disturbance in parents 

An analysis of works cunceming the repercussiuns uf emotional distur- 
bances of parents on their performance uf 'the parental rule and un the 
development of the child proved difficult because limits un what to include 
were hard to set. * 



In the area-ijf menUd health (of adults iis well tih children) classific<ition 
/ that makes h clear cut ilustinction k'tween normal and pathologic conditions 
has not been iiccepted either in research or in practice for the la.st ten years. 
This is a very jx^sitive development with regard U) ^b{>ect for individuals and 
dynamic treatment, but makes the results of evJiluation studies difficult U) in 
'terpret. ' , 

' • Furthermore, even within the framework of mental pathologies con- 
'* . sidered, the classifiaition of psychoses ls defined in much wider tvrms in the 
K\ JJ.S. thfui in France, and the -intensity of pirenUs disturbances is nirely 
V% specified in studies of the last <en years. . ^, - * 

We l)ecame aware ofthis in the quite rcH:entstLKly by DAVin(1981)on the 
Manger of early relationship U'tw t*en the infant and his psychotic mother: an 
vr^ttcppt at resporiiling." Her very^ precise description of interactions betweeft 
' imoUier ami child allowed her U) ev iduate the gravity of the mother's psycliosis 
' ' • EGCiKRS (U)73) cwnductt^i diii) year longitudinjxl »tudy on the evolution 
- o^52youn^ schizophrenics. Por 29 of them, various psychopathic disturbances 
wepe observed in parents '(fight vv^ere psychotic, three were mentiilly 
de^mient), but nio.st of these disturbances seemed U) be in reaciwn U) the 
child's handicap, iK)Si1ive and negative evolutions of the young schizophrenic 
wei-e tHiUcilIy distributed l)etweeu disturl^ed families antl thost^ who were not 
Thes^c held tnie for a c^htrol group of 14 youngsters who had iK^en initiJllly 
, ihagncJsi'd psychotic in error. The author concludes that what mattt^rs most 
when niaking a prognosis on young schi/Ajphrenics is not the menUil lie^ilth of 
the family, but the onset of the child s dikturUince. This hjis l)eeri confimKHl by 
other very- recent clinical studies: a . * • . 

Five oUer cliniail studies concern psychoid mothers and deal wiCTfM 
psychulugj&il evolution of the child and the specific help he requires AN-^ 
THONY (1980); BOIJRGEIOS &m> MANZANO ^979); MASSON (l97f^), 
and RlllTER (1980) de^d primarily with*young children'of R-hizophrenic 
mothers. Cx'ruienung the child, cliniail observations are very iletaiied and in 
^ agreement foV the most r^^ff^ost authors mention: ' 

the fre(iue«cy t)f scjiuitic disturbances in early childh(K)d'^ 
the precoctpus ps^homotor development with'interf)reUition that the 
chiU is k*having\''^ (/ f^^' f^'^' ^^^'^^ must'lwcome autonomous soon. 

lliese two-'traits leiul sp)ecijilists to the concept of early maturity and 
"parentification"^of the child. ^ 

At first sigh^'^'it seems that the child's personality in his first years 
ilevelops without pathologic signs. Only a keener observation with a longer 
sco{>e reve^ils a definite frcijuency of defense mechanisms of a neLlr<itic tyjH- 
' "'^.obsessional and ritu^distic l>ehavior (ANTHONY, BOUIKIEOUS). llie actual 
f * fret]U^ncy of clinical psychosis is around 15 U)'20 percent for these children, 
'i^r luid that of i'hildren who wiir remain hyperadapted and "invulnerable^" is 
• around 5 to 10 percent , ^ ' 
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Prognosis 

^ The prognosis depends largely on the quality and stability uf the\emain- 
' ing. parent who supports and relieves the inadequate mother (RUTTER). It 
depends also on the style of the family and huw upen ur closed it is with regard 
0 to receiving help from the community. . 

Finally, a good prognostic factor seems to be the possibility uf a supportive 
educational program for the child geared at giving him structure, accurdmg tu 
Piaget 's theories (permanence of objects, time-pace structuratioil). 

^ Impairment In Parents 

Few references were available concerning situations whefe a ptirent had 
S)ich diverse disabilities as deafness, pro^ssive neurological disorders, ur the 
/feidual effects of traumatic accidents., 

' Other Studies Relating to Potentially Disabling C6nditlq/is In Parents . 



ANTHONY (1974) reviewed studies on children of the holucatuit. They 
show that, despite that indelible trauma experienced by parents, ^ind despite 
Si)me'idiosyncracies in their behavior (like overfeeding the children), children 
showed nu evidence uf specific developmental disorders.' This gn^up had been 
considered a high risK. une; but in this case as vvell as in others, there is no 
distinct psychupathulogy. Child development is related to the two pcirents' [>er- 
sonalities and the equilibrium of tlie couple. 

Serrano (lOSO) studied in immigrant families the disturbances pnjvuk- 
ed in parents by social 5ind cultural uprooting, loss of identity, devduati^in, and 
confusion experienced in time c^ind sptice structures. (Don't these diffici^Jties 
exist also for the disabled adult at a physical and psychologiail level? Tl would 
be interesting to study it). In any event, SERRANO shuws the Fmpfict on tlie 
parental function of immigrfints who often end up renouncing tlieir ptirentid 
power in an ambivalent way. VaTues and distance between generations are 
reversed and, herq again, the child often is "parentified." 

COSTES (1976) studied with projective methods the par^rntal imiiges of 
children whose parents had a severe neurological disease (multiple'sclerusis). 
^ On five children, ages 10 U) 16, he found that the sick patent cilways appe?irs 
devalued, never i^lealized. Tliis invalicfeiting of the pKrent tends Uj, generate 
guilty aggressivity in tlie child. All the children showed anguish, but no severe ^ 
personality disorders. 

ANTHONY {\d-7A) recounts a very different type of study on Reakmus of 
PermnanfamUws to tfu fath^'a disability. This study, already old, shows that , 
disturbances of family dynamics are related not to the type or severity of tlie 
father's disability, but to the pre-existing ."pattern" of family interactions, i.e., 
the despotic family, the patriarchal family, the collegial family. The typolojgy is, 
of course, a function of the ethnic group and the social class. Actually, the 
father's disability is better tolemted in "collegial" type families, which is an in- 
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• teresting fiact for our Latin and Angio-Saxorl cultures. 

Candvsians: These heterogenous studies on the impact of a parent's 
disability on the child's development indicate that there are no specific ot 
systematic pathological repercussions. This can be seen as ajiew evidence of 
the individual plasticity ef each child and of his unique utilization of his milieu's " 
re^urces. Harmony between the child and a stable person in his environment . 
(e.g., betweei^ deaf children and de^ parents, as' shown byAJURIA- 
GUERRA) seems \j6 be one of the best prot^tive factors for^e healthy 
developT3jent of the child. 




REPERCUSSIONS OF DISABILITY ON FAMILY LIFE 

TRAUM^ OF PARENTS ^ • . 

In France, during the years 1970 to 1980, professionals in the field of 
rehabilitation became aware uf the psychulugical trauma experienced by 
parents when informed of their child's disability. 

^Contributing to this awareness were: / 
^ - the influence achieved by the spreading of psychoanaljlical corlcepts in 
\specialized professional circles, e.g., the concept of the fantaiiized child and the 
Tfiouming brought on by the actual child (SOU.LE, 1978). 

-the more recent influence of statements published by {Barents uf dis- 
abled children. These testimonies are better known by the general public than 
by professionals. ^ 

This new awareness has led to w hat appears to be paradoxical behavior of 
profession^ils: ' * ' 

On the one hand, medical professionals and staff wht^ aa' not specialists 
(obstetricians, "nurses, pediatricians, midwives) remaifi insensitive to tlie 
sevet;jt> uf psychulugiail trauma parents experience on first learning of the 
neonates impaimrient. It is as if the> were unaware uf this phenumenun or the 
importance uf the first words to parents describing the impairment. 

On the other hand, professionals specialized in medical And eilucatiunal 
rehabilitiition uf disaliled children (psychiatrists, psychulugists, eiiucaturs), all 
too aware of the imfx:)rtance uf the imp^ict of the parenUil psychological 
trauma on the child's development, uften have a tendency tu make the 
negative impact strunger, althuugh uncunsciuusly, by encuuraging guilt 
through their own attitudes toward the parents. 

Parents speak 

HANNAM (1980), a British educator and father of a child with Downs 
sjTidrome, reports on his experiences and those of seven families he interview 
ed. He describes the violence of the psychological trauma created by the 
revelation uf the disability and of its indelible character, always Eeady to sur 
face again in the parents* life. He nutes hovV the perfume his wife was wearing 
at the mument he infurmed her of the disability uf their child still nuw triggers 
in him an immediate recollection of that p^nfuT moment. 

FIANNAM explains that at the very moment of the revelatiun his intense 
emutiunal cunfiisiun was similar to that he experienced as a child when he felt 
guilty. Then, as other parents ^so testify, hb had felt \\^e killing the child. One 
can now understand how the trauma is rooted in an intense guilt feeling. A 
survey conducted in France by an association of parents of autistic children, 
(SESAME, 1977) confirms that all parent^ experience this guilt filing. But 
they think that one should not confiise their^spontan^us self guilt, which can 
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be the*sc)urce i)f a mubilizing emutiunal force, with the addedg[x\\t tjiat some 
profeivsii)nals imiM)^>e, ith their i^ilence ^eneAteb a social pressure that ^ters 
the parent's self im^ige. 

'HANN AM msists'un this si*lf-<levaluatiun and shows how the birth of a 
disabletl child, especially if he is the first Ix^m. leads parents U) question their 
i)wn hfe-giving aipabilities, and alters their taste for living -jus witnessed in 
the fre<.iuenc> uf subseiiuent severe and prolonged depressions. 

LONSDALE (1978) lets the 60 families that he interviewed spejik fur 
themselves. They ilescribe how they were informed of their child's severe 
disiibility (I>)wns Synd^»me, CV. -Spint^Bifida). In most cases the informa- 
tion w^ conveyed to the mother alone -and all corisidered this to he pre- 
juiliruil. The> descril)e the successive stages of their experienced trauma as 
' they are aware of it at a coffscious level - denial, pain, then the effort to accept, 
while- fear for the fiitare dtx's m)t disappear. Jheir confusion is expressed thus- 
\y: "Disc'ibility forces us into a so«iai]pfarnl', the pales of whiQ.h are unknown.'* 

Contribution of ^les on parents' trauma 

,R()SIN (liiTT) studied the rwictiuns of families of 24 Israeli Jidults who 
were uncor\cious for a long time following a concussion, usually due to an acci- 
dent. In these ^^ry severe cases (12 died and only 2 have only a mild disability), 
bix dciminant rejiction.s were observx^: anguish, guilt, denial, adjustment, dis- 
engagement? rejection. 'IT^e author insists on the frequency of denial, whicbit 
is important for professionals'to respt\;t, in order for the family to face the 
situation. The siime holds true for attituiies of pjirtial disengagement whereas 
rejection, accoriling U) the author^ implies a complete^ break-up between the 
patient and hit> family, and is prejudicial Ui the patient whose rehabilitation 
needs familial buppi)rt. Rosin thinks that if the medical team caii help the fami- 
ly become aware of their uwx) reactions, they will be better adjusted U) the 
needs of the patient. ' ' 

ANTFJONY (1974) repor]^^ on a study by FUITERMAN on the 
psychological trauma of parents^f children with leukemia. It showed the 
parentis of 2S families suffering conflictihg forces that led them U^ accept the 
prognosibT)f death, while they kept on hoping. Their adaptation often seemd to 
go through a specific pnxiess of anticipation of the death which provoked a 
progresssive rekixation of their emotional involvement with the (J\\M who, at 
the^me time, expressed his intense^^ear of being abandoned. On the other 
hand, sustained confidence in life relies on the control of the expression of feel- 
ings, then, after the death of the sick child, it is perpetuated through memory 

The psychological tV^uma of mothers of premature babies has been 
studied by a Neonatology Center (premature birth) associated with a Child 
Guidance Center;,SATGE (1976). The authors recognize the importance of the 
very first days when the process of attaichnnent between mother and child is 
established and the disappointment when the separation occurs; they describe 
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the chronic secondarj" emotional attachment, sometimes displaced in time for 
the mother and for the child. 

The disruption of the Jiatural process of attachment can contribute . 
pathological developments i/ the mother: 



- Sometimes the mother tends to request several unnecessary' admissions 
into the hospital for the child; 

•-The mother nna> become a "therapist," thereby perpetuating care by 
herself; 

, Finally,.the authors believe that repressed anger, due to the separation at 
birth, can explain some cases of "child abuse." 

Actually, these disturbances are uften avoided by admitting the mothers 
themselves into the premature birth unit where they can provide their child 
with maternal care at this earliest stage. * 

LANDRY and MOTTIER (1977) describe the effects of the parental 
trauma in 100 famiheb with deaf children. The depression provoked by the 
revelation is followed by a period of uneasiness that parents resolve by either. 

-engaging in "repairing," becoming the educator of their child, becoming 
actively involved in association work; or 

- rejecting^-the handicap through denial, which does not mean rejecting 
the child. 

The authors note that at the outcome of these long and painful processes, 
parents sometimes say: "The child made me progress." 

HARRISON-CAVELLO and LAIRY (1980) studied the psychological 
trauma of parents of children bom blind. They describe the "normaJ" stages of 
development to the anxiety about the future through the relatively protective 
process of a traumatic neurosis. 

They assert that psychotic disorders appear frequently in blind children, 
thus extending their (the authors') rather pessimistic interpretation of the 
stages of development in parents' reactions toward having a blind child. 

EDME and BROWN (1978) studied the process of adaptation of six fami- 
lies at the birth of a child with Down's Syndrome. They contend that differ- 
ences are due to the personalities of the parents rather than the severity of the 
child's condition. Furthermore, their detailed clinical observations of 
mother/child intenictions allov\ ed them to highlight a two-step evolution of the 
double process of mourning and attachment. Following the initial trauma of 
discK>sure, a second traumatic wave occurs a few weeks latyf when the child's 
pattern of smiling and looking around differ from the mother's expectation. 

If, however, they are well established, the attachment is reinforced. Once 
iig-ain the authors show that the circular interaction between mother and child 
is the basis for reciprocal attachment. They also concluded that professionals 
have a [xjsitive role to play by easing the parent's expression of mourning, 
through an early and continuous listening. 

ZUCMAN ( 1978) describes another aspect of the two-step mourning pro- 
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cess, as observed in F)arents uf multipl> handicapped children. The late revela- 
tion of a second handicap (in most cases, the revelation of mental deficiency in 
a CP. child) reactivates the mitud trauma in parents. The management of this 
second trauma is sometimes impossible, especially when the revelation of the 
second handicap is connected with rejection of the child and his family by pro- 
' fessionals. Thti parenti> often seek refuge by denial of this^added difficulty for 
the child and the resultant pain that they experience themselves. One must 
respect this denial until the time when parents regain enough confidence in 
themselves, in their child, and in their capacity to raise a multiply -handicapped 
child. 

Recent research attempts at elucidating parental trauma 

JANSSEN (1976) conducted research with 223 families with severely 
mentally deficient children in urder to define the factors that are instrumental 
in the success ur failure uf the parental adaptation to the cliild'^ disability 

68 variables, were studied, distributed in three groups: 

-the child and his disability; 

-the way the disability was revealed; 

-parents, family, and the social environment. 

The study analyzes the principal determinants of eight dimensions of the 
adaptive behavior of parents. The two most importSffit are: 

-"Fretting" about the child's future which occurs most often when the " 
etiology uf mental deficiency is'unknown, when the child has added distur- 
bances, and when parents have a pre-existing neurosis which interferes with 
their ability to face reality; 

-The feeling uf social iHoMim which is due to insufficient help received ^ 
from the social and professional environment. This feeling of social isolation 
has a tendency to increase as the child grows older. / \ 

Five other variables were found to have a less iionportant impact: 

-An unrealistic view uf the child's future, often linked with inadequate 
early guidance. - ' I 

-Concern about the child's deviant behavior, especially il he is the older 
child. \ / 

--Frustration, which is less important in altruistic par^ts. 
- -Stress creatiiQ for parents by behavior disturbances of the disabled 
child, especially if these disturbances lead to disruption among siblings. 

-Non-acceptance of the disability, not so frequent in parents of children 
with Down's Syndrome (or whenever the cause fur the mental handicap is 
visible). 

Paraduxically, shame and guilt a/^pear to have the kosi impact in parental 
adaptation. Could it be that these feelings were buried so deeply that they 
simply did not emerge during the interviews in most of the cases? What the 
authurs did ubserve was that, feelings of guilt and shame came up more often 



among uneducated parenti> unaware of the caase of the child^ handicap who 
had pre-existing neurube^. In those instances the> beemed tu have a definite 
impact on the parent s adaptation. 

PAQUAY-WEINSTOCK and his collaborators 1978) systematically 
analyzed the famil> dynamics of 25 parents of hemophiliac' children. Parents 
were placed in three groups defined b> their adaptation tu stress, the process 
• of Emotional mourning at the revelation, and the style of communication 
within the family: v ' " 

-10 families rebuilt themselves into a cohesiye and open mode: their 
mourning process had been loud and intense, their behavior was stable both 
before and after the discover} of hemophilia, their mode of .communication 
was open and direct. 

-8 families rebuilt themselves by shrinking their soci^, intellectual and 
affective investmentii. Their mourning process had been c^|ffuse and insuffi 
cient; their comnnunication system v^as indirect and hidden. 

-7 -families disintegrated after the stress of hemophilia, they were 
disturbed before the stress of revelation, their communieatipn system* 
oscillated be?tween rigidity and confusion. 

On the other hand, the severity of the cohditiion of hemophilia itself di>es 
not ap[)ear tx) meXo play a very sharp role. Neither does the age of the child at 
the time he is" diagnuseii, nor the presence of other hemophiliacs in the family. 

The impact of the "pattern" of intrafamilial communication.i^n their adap 
Uition U) Stress leads the authors to a rmjmmemlation for .systematic family 
therapy. ' ^ 

HOLROYD and MG AFiTHUR (1980) measured the impact of stress on 
fiarents" of children with Down's Syndrome and autistic children. 'Oiey com 
jiareii'the two groups, and also compmxi them with a curnpariscjn group of 
pjirenLs cor>sulting in the same Guidance Center for otlier rejiscjns. 'Hioy 
R^porteil that parents of autistic children differ from the other two groups 
(who are nither similar) by displaying a significantly more.negjitive attitude 
tow iinis the child. The other 1 \ variiitJes concerning the l>ehavior of parents,, 
the sociiil life or financiiil resources of the family, and the child's capabilities do 
not hhovv significant differences among the three groups (except, of course, 
cOnceniing f)erM)nidity disturUinces). ITie authors si)eculate ius to whether 
these results .should l>e inteq)retai iicconlingto the. psychogenetic hyjKjtliesis 
on the "coldness" of parents of autistic children ("refrigeraU^jr pjironts"), or 
rather a>> a defense niechansini t*)\vanis children whose liehavior is very dif 
fk'ult to tolerate. I am inclineii, as they , are, \x) accept the stHJomi inten)rt^- 
tation. ^ , ^ * . 

To cxmimk: We pn)|K)se two suggestions: 

One concerns research. A new Mep c^uld be Uiken in t^ie undershimling of 
the complex mechanisms of parenUil trauma if one were to cdrnpare the fae 
tors tit play in parents' adaptation tt) the occurrence of a terminal disujuse of a 



child and in the disclosures of a congenital handicap. Such research would of- 
fer th^ added advantage of removing disabilit> from a. special area. It would 
show, ab thib review of recent,works did, that several situations are common in 
the prucesb of adaptation Uj ver> different disability situations and that, 
therefore, all professionals should receive similar preparation in order for 
them tu adapt also to the needs of parents w hose child is disabled or terminally 
jll. • , • 

The other suggestion concerns the disclosure of the handicap. We support 
the same conclusions as LAMBERT ( 1978) in the study he made of 34 families 
in Belgium who had a child with Dowti s Synilrome. He speaks for the parents 
whose difficulties he analyzed, these difficulties seem greater in under- 
privileged social classes who are treated with even less ^espect than others. 
Parents should be given a private" disclosure of the diagnosis, to both parents 
together, by someone w ho can giv e them precise information about the causes 
and conseiiuences of the impairment and what they can do for their child. 

REPERCUSSIONS OF THE DISABILjTY ON THE LIVES OF 
MOTHERS AND THE COUPLE 

Tfie everyday Urn of mothers arvd couples are as upset by' the real con- 
straints they face and the way society regards thenn as they^re by their emo- 
tional reactions to the disabling condition. 

Repercussions of the disability on lives of mothers 

-The most simple daily activities appear, through reports of mothers 
(#18 - #46 - m - /^60), and through surveys NOUET(1975), studies LEBAR- 
BIER (1979), or handbooks CARR (1975) and FINNIE (1975) to meet with 
many obstacles conricxited with the home life of the disabled child, his needs, 
his physical difficulties, and his behavior. Restrictions differ according U) age 
and kind of disability, but they ha\ e a stnjng effect on all daily activiffes never- 
theless. Feeding the child, dressirtg him, toileting him; the child's use of space 
and everyday objects -all pose problems on a daily basis. 

Handbooks such as FINNIE s (1079), written and illustrated for mothers 
of young CP children, or the one that FREEMAN (1975) wrote for niothersof 
blind arul deaf children sho\v the numerous ways tlie house and the way it 
looLs changes in onler to respond to the specific heeds of the child. The 
necessity for these ailapt^itions, ai> well as the energy expended, leave virtually 
no free time for the mother and turn her into ^ "professional" permanently an^ 

in the house. 

This natural iwilation is reinforced by practical and social difficulties if she 
goes out and moves about w ith the disabled child, and by other problems if she 
looks for a proper *^abysitter" when the child stays at home (WATSON, 1979). 

Works of the 70's show a cultural evolution towards a more balanced shar- 
ing o/ daily chores txitween' father and mother. For example VAN NOORDT 
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(1978) recounts a Canadian experiment w here the father bought training in the 
concrete techni(fuet>.uf education in the daily life of his autistic child. 

- Health of rnutherh of disabled children has begun to appear worthy of at- 
tention ^in different studies. LONSDALE (1978); MC ANDREW (1976); SAT- 
TERWHITE (1978); and GREGORY (1976) agree on the health risks faced by 
mothers of disabled or chronically ill children. About one-third of mothers feel 
depresbed and have physical problems. They complain about fatigue, back 
pains, and sleeping difficulties. These symptoms seenn to be related to the ex- 
traordinary efforts required in caring for a disabled child. 

-ProfessiAjnfud lU^ vf rru)then are also restrained by the child's disability. 
is'OUET (1977) analyzes over 4,000 answers by nnothers of dialed children in 
a sur^ ey conducted in France during the "International Year of Woman.*' She 
reports that the impeict of the child's disability on his nnother s professional life 
(about two- thirds of the mothers work) varies according to \ier professional 
category. It is non-existent for two extreme categories, executives and profes- 
sionals, on the' one hand, farm workers on the other hand, kept working, for 
the most part, after the birth of the disabled child. In most other employment 
categories, mothers ceased to work. More than one-third of those w ho con- 
tinued to work preferred to work part-time. 

Repercussions of the disability on ttie lives of the parents, as a couple 

Tlie few works a\ailable on this topic concur in emphasizing the mothers 
isolation in her jjermanent struggle to organize the child's dail> life. Because 
the mother is so caught up in the needs and demands of the disabled child, she 
does not even seem to notice when her husband begins to move away from her 
and the home. A disabled child in the family tends to test the bonds of the cou- 
ple even beyond the ordinairy family situation (HANNAM 1975). 

GREGORY (1976) did an in-depth study of the lives of parents of CP and 
of deaf children. She found that deaf children s fathers help their wives neither 
more nor less than normal children's fathers. However, fathers of CP children 
seem to help their wives less. 
- She. also interviewed couples on their sexual lives. Questions as well as' 
/ answers seem difficult to express and difficult to interpret as well. (The 
^ "unspoken" seems to Irx^ especially intense here.) About one fourlLh of the 
pareriLs throught that tfieir sexual life had improved after the birth of the child, 
one- fourth that 'it had deteriorated, one-fourth that it was no different, the re- 
maining fourth did not answer. These findings^are inconclusive. 

LONSDALE (1978) interviewed 60 families of very disabled children. 
[Vents iickriowleilged in 40% uf cases that the disability added a bunien to 
thejr life (X.^ a vcrupky in 'eight percent of cases, a complete break-up took place. 

Break-up rates of six percent in Australia (ANDREW, 1976) and 17 per- 
cent in France (NO\'ET, 1975) are impossible to interpret, since they are not. 
ci^ntraiited withi the ilivorce rate for comjmrable populations during the same 
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period. However, investigatiun uf this topic suggests that divorces should be 
viewed as the cr>stallization uf conflicts in the couple prior to the birth of the 
disabled child. This coincides with clinical observations, but more scientific 
evidence would be helpful in making any interpretations. 

Evep more obscure, and more specific at the same time, are the repercus- 
sions of the birth uf a disabled child on the des'ire to procreate. In all studies 
alread> mentioned, self-devaluation, anxiety, and guilt feelings lead couples to 
give up, at least for a while, having another child. NOUET (1975) obser\'es that 
out of 4,000 respondents, 40% uf nriothers do not want another child and use 
birth-control, 40% desire another child; and 20% will not make a commitment 
either way. This study did not ask w^hether they gave up the idea uf having sex 
ual relationships altogether.. 

Repercussions of the birth.bf a disabled child on social lives of 
parents * ^ " 

LONSDALE (1978) interviewed 60 British families and concluded that 50 
percent of the fathers had their social and professional lives disturbed. 

VO\%EY (W2) studied about 20 fannilies during 18 nnonths and con- 
ducted a psycho-bociological analysis of the burden on parents of Le Regard 
Den Aulrea. (Le.s Regard DesAulres is the title of a great French film of 1980 
which shows visuitlly the added handicap of social regard). He anal>'zed the 
mechanism h\ which par^/nts* competence was threatened by the questioning 
uf their traditionctl educational rolel'Their doubts about their disabfed child's 
^public behavior limited their nomnal social interplay. They were actually ex 
periencing double doubts, they Could not anticipate, the public ^behavior of the 
child, nor could the> anticipate the way that the public would view their disabl- 
ed handicapped child. Furthermore, they were divided between contradictor}' 
desires and needs -their desire that the child would appear "normal" con- 
tnuiic^jd by the need to secure legal, medical and financial assistance from 
other human beings -and this assistance is given ordy if the "stigma" of the 
' dis^ility is obvious enough. 

VOSEY concluded that reliabFe infomnation enabled parents U) develop 
their ability fur social encounters in other domains outside that of the child's* ^ 
. ' disiibility. These niechanismb and these solutions apply to the improvement of 
syK:ial interactions of any family -as well. 

/ KOCH, and DOBSON (1976) exannine the social diniAn^uimn of disability, 
i.e., handiaip. According to their work, mentally handicapped persons con- 
-^itute "a nationitl community uf high -risk nnaking s<xial changes possible." In 
ins wurk one author particularly emphasized the role that social class plays in 
Uiking advantage of what iissistance is available for ever>^one with a mentally 
retarded child. 

BOULESTEIX and FALQUE (1979) confirmed that last point. They 
studied al)out 200 families with a (ii^blexl child. They questioned them about 
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their difficulties with the bureaucracy when trying to get recognition fur their 
social rights. (The Act of 1975 has <ip'stablished in France ver>' broad social 
rights fur disabled personb.) Thirty to 40% of the parents complain^ about 
how slo\v, confusing and rigid the system stilt is and about the lack of helpful 
' information and the absence of personal responsibility within the 
government's administration. Dissatisfied parentis are m(5re numerous among 
younger ones. They usually feel humiliated by the authorities, as if they 
transferred on to the civil servant whu answers their questions, a prejudice 
that echoes their-own deep guilt.feeling/ 

The authors conclude that there^ a connection between the attitude of 
parents towards the disability and their attitude towards the authorities, these 
parents are a mure vulnerable population than other users. Personnel should 
be prepjired to wdcuhne'them and understand them. Their conclusions might 
also apply to uther "vulnerable" populations in their contacts with administra- 
tion services -like older people-or immigrants. 

To conclude: We maintain that a^child's disability acts not as the "provoca- 
teur** but as the "revealer" of potential abilities as well as difficulties in liis 
familial milieii. creativity or fragility of the mother, solidity or split in tfie cou- 
ple, bocial ability or withdrawal - all are reinforced for better or for worse after 
the birth of ^ disabled child. ^ 

' GRANDPARENTS AND THE DISABLED CHILD 

^ Etespite the apparent 'clinical importance yf grandparents in family 
dynamics aroui^id the disabled chiltl there is a scarcity of persuniJ statements, 
* studies, and researcjji on this subject. 

A scientific meeting uf the Institute of Chi)d Development of Parts in 1978 
(S0UL5 1979) was devoted to the theme, "Granciparents in tile psychological 
r dynamics of the child." None of the presentations dealt with grandparents uf 
disabled children, rare'were the reft^ences to the grandparents* role as custo- 
t dians o( little children whose mother works. 

ARIES, ,the historian, exfJ^ns this absence by the fact that after tlie 
1920's', Solidarity between the three generations disappeared in urban 
Societies, with the re^t that the two extremes, older and y ounger unes, were 
pushed uut. Evidence of this social exclusion is found in other reknowTi works. 
^ F^RINGLE (1974) barely considers the role of grandparents in his Needs of 
ChUdren. WTiy, then, devote some space in this monograph to the grand- 
parents of the disabled child? 

The first reason comes j^m daily practice where one realizes how impor- 
tant the gnindparents' behavior is to the parents. Many statements from 
muthers and a few studies, MC ANDRE WS (1976), for instance, describe the 
support and sometimes the avoidance by grandparents. This deep 
psychological move wursens the narcissistic wound and the distress of both 
generations. It is probably alstj the result of an interaction between parents 
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**guJty " uf giving birth tu a disabled child and the guilt feelings of their parents 
towanl thenK ITie t>]jical climate uf a birth provokes a resurgence of the first 
bond between the wunnan whu jubt gave brith and her own mother. The cumu- 
lation of such violent affects around the birth of a disabled child is dealt with 
unl> b> reciprocal avoidance and misunderstanding. The "unspoken" can make 
, this avoidance an everlasting one. 

In other cases, however, which were not studied, to our knowledge, a 
stable supportive relationship is observed between the mother and one grand- 
mother, providing the disabled child with the "holding"' he needs. If 
psychological and social forces involved in this supportive relationship be- 
tween two generations were better known, it would benefit other parents and 
grandparents of disabled children. It would undoubtedly be helpful in broader 
terms in the upbringing uf all children. In our urban societies the generation 
gap does not have to be inevitable, as is suggested by other cultural models, 
e.g/, collaboration between generations as in urban centers in China. 

Works by BOSZORMENYI-NAGY (1973) show through the concept of 
"invisible loyalties" that even if urban society has destroyed social solidarity 
between generations, the powerful cement of psychological solidaritj^ re- 
mains. 

Loyalty between generations is defined as an obligation to respond to 'the 
expectations of the family g?oup. Even when it appears transgressed by the 
generation gap, this loyalty, although invisible, continues to work as a force - ^ 
^d then produces guilt and pathological anguish: 

The concept of loyalty between generations seems to us capable of ex- 
plaining the mechanism either of rejection or of supporting behavior which 
takes place in the families of disabled children as in any others. This field of 
research, still open for exploration, could lead to ways of preventing the added 
handicap for families. 



Problerns with siblings 

The disabled child s siblings haye been studied widely during the 1980's, 
but the numerous document^ published on this interesting subject are often * 
contradictory. One reason for this contradiction is the diversity of the authors: 
parents, research people, and professionals do not speak the same language on 
this subject. But part of the reason may very well be the absence of theoretical 
and clinical knowledge of the dynamics of siblings in general. 

A few questions ^nd out: 

-Parents have a tendency to deny that there are problems among sib- 
lings. 

-Professionals-are of a contrary opinion: MC ANDREW (1976), in his 
study of 116 families, found that 45 percent of siblings are disturbed (15 per- 
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cent required therapeutic help); and 50 percent do not get along \vell with the 
disabled child. LONSDALE (1978) views these disruptions as much lessfre- 
quent. He observed only 9 percent behavior disturbances and 13 percent mis- 
understandings among siblings. 

What can be inferred from the^e contradictory opinions? 

HA>INAM (1980) implies that it is most difficult on the siblings if a dis- 
abled child is the,first-bom, but that, even though there is some signifi.cance to 
rank order, what is most important is that the disabled child have a "p'^ce" 
^kmong his siblings. . * 

Parents* behavior towards siblings 

Parents are'aware that they £u*e more tolerant toward the disabled child 
than toward his siblings. 

Adolescent siblings of orthopedicall> disabled children expressed feelings 
of injustice, neglect, fear about their own future careers and families, fear of 
transmitting a physical impairment to their own children. But of must impor- 
tance to these siblings wab the feeling of being over-burdened at an earl> age 
with res{X)nsibilities, and having to perform the role of second parent to the 
disabletl sibling (Association of Paralyzed Persons ot France, 1970). , 

ReltrtionshlfD of the disabled child to his siblings 

There are feelings of jealousy between any and all siblings. 

LANDRY and MOTTIER (1977) studied 100 families with deaf children 
and unalyzeil thti subtle relationship between brothers and sisters. If 
negiecteil, the normal child endeil up identi^ing with his deaf brother who 
receives so much attention from the mother, and for Christmas lisked for a 
hearing aid! 

SCHWIRIAN (197G) investigateil the impact of the pre-school ileaf child 
on his older brothers' behavior: • ^ 

He compares 77 siblings of young deaf children with a matched control 
group. Among the seven variables taken into account, in the studies among 
the older children were. their degree of autonomy, sense of responsibilit>, anil 
openness of their social contacts. Comparing th6 two groups, si^ificant dif 
ierences w'ere not observed in behavior of the older children. 

The author concludes that the absence of an apparent impact uf the young 
deaf child on his siblings could be explained by the fact that deafitess is a non 
visible handicap for which tlie mother would not feel guilt and which does not 
really restrict practical autonomy. Therefore, excessive help would nt)t be re 
quired from the older siblings. 

What happens to brothers and sisters of the disabled child? 

Distress among siblings exists in connection with the fact that the mother 
is not available, concretely or affectively, to the "normal" brothers and sisters. 



A few studies give details on the rpechanism play: 

The BRAUNERb (1978) whu, having considerable experience with'* 
autibtic children and their families, describe the rnan> aspects of the uninten- 
tional mismanaging of nomruil brothers and sibters.The> are the ones who are 
often sent awa> from the^ family in order to relieve the mother.' /Uso, U) fight 
the anxiety provoked in themselves b> the strange behavior of the autistic 
child, the> tr> to assert themselves b> either hostile behavior or b> a devotion 
that does not fit their age. On the other hand, the autistic child sometim'es 
finds it hard to understand the predictable behav ior of the older children or 
simply the presence of 2^, younger one who takes awa> from him sc^me uf the 
motfier^s attention. ^ 

The authors feel that professionals should be aware of the tensions that 
generate an added harcdicap for all members of the family in order to offer 
preventive help to brothers and sisters. 

LONG and MOORE (1979) found that parents' expectations concerning 
bchool success were more positive for their normal children than f^V the epilef^ 
tic one. However, despite a positive attitude, 20 percent of siblings are disturb- 
ed, but the authors do not say to what other factors these disturbances could 
be due. Parents* silence concerning epileps> (the ^'unspoken" is th|^ rule in one- . 
third of families) can provoke anxiety in the other children. 

VOTHERINGlfAM (1972) observed 38 families of severely retarded 
children kept In the home, lie arial>^s with great precision how the physical 
health and equilibrium of brotliers and sisters is altered. He also describees how 
the educational attitudes u{ parents towards them deteriorate and how ten 
sions grow in the parental couple -but does not tr>' to explain the poss^le in 
teraetion of these v arious factors. On the other hand, in aises w here the disabi 
ed child is institutionalized, siblings do nut seem to improve after the institu ^ 
tionalization; this fact is not clearly explained either. ^ 

To con(;lude. These studies can be considered as an initial attempt to ex 
plain ver> complex interactions where siblings of the handicappe^l child act as 
a sounding bojird for the eniotiortal turmoil of parents. The> also suggest that 
a better know ledge of tFiese interactions and better use of existing know ledge 
wjDuld lead to preventive action concerning the mentiil health of siblings of 
' disjibled children and of entire family groups. 

REPERCUSSIONS ON THE FAMILY IN VIEW OF THE SOCIO- 
CULTURAL CONTEXT 

It appears tliat soci<il chiss does not influence psychological adapUition 
and plays a role onl> on six:iiil ailaptatioh. lliis social^ adaptation is eiisier for 
middle classes than for lower classes since the poorest classes, fur instance, 
find it particularly difficult U) exert their civil rights as for as disal:)ility is con 
cemed as well as in other domains. 
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Does the cultural context ploy a port in the genesis of disability? 

I * * »■ 

Thm> btuciiub [jubli^slied in tJie TObiilluw Ub Uj think that tht* cultural con- 
text does hot play a direct role in the genesis of disability: 

KAFFMAN (1972) compared the emutiun<tl disturtenccb of children in 
Ibraerraib(|Hl in kibbutzim with those of the rest of the population. He finds the 
siime rattljand the bcime.tj'pe of disturbanceb in the twu [xjpulations which 
showb, contrarj tu BETTELHEIM in Children ujtfte i>reum, ,that raising 
children in kibbutzim di>eb tiot ehmiruite the impact uf diverse pareriUJ in- 
fluence. \ 

COLLOMB (1977) on the rapnd evolution of African cultures ami SER- 
RANO (19|80) on immignuit familieb living in F'nincc, leail Ub to l:x,'lieve that it 
ib not the|' culture per be but rather the cultural mutation - through disi^ 
tegnitiori or transplantation - that am play a pathulogiaJ roll' in the family 

Does the cultural context affect family adaptation to disability? 

It is very difficult to delineate the impact of cultural context' c^n family 
{uiaptiitiwn to the disability of a t^hild: 

Thiere us agreement -although never objectively pn^vt'd- that Judeo- 
Chribtian eulturi' reinforces the p<irenUil guilt-feeling (SES/\MC). On the con- 
trary, DARDENNE and hib collaborat^^rs' (1980) very preci^study of the 
reiictiorib of familieb from BntCany confrontal with a myopatliK*'child found 
that the pbyc hologieal trauma antuhilateb religioub faith in thib highly Catholic 
region. A few btudieb wC^ utuiucted on the impact of culture on family adap- 
tuition to iHi5iihilit>. They ^how tl^at the iirticulatiun of facUjrb is a complex one. 

Let Ub reaill the research done CASTRO DE LA MATA, and rt^ctjrded 
by ANTHONY ( 11)74) aU>ut the adaptiition uf Peruvian families to the fathers. 
disibilit>. It bhowi^, firbt, that it is not culture, but cultural sub-groups that play 
a part, btrond. that their irifiueiice tiikes place indirt\tlS' through different pat 
terns of family authority. 

,WELLER and his eollaUirat^jns (1974) conducted rtijsearch in Israeli 
families on their fierception and aceepUince of metiUil deficicticy. They show' 
that the original bulhcultureb^- A.shketui/ie and Sephardic - play no unique 
part ui the perception, the guilt, and theaccept«mceof mental deficiency. The 
only ^KUil itifluenee tlieyobberved wjlsth^itof tlie profeSbional aitegury, even 
though they view it ;us c|uite p;irti;d. It affects neither^ the emotional adjust 
merit nor the alway b intetibe guilt-feeling, llie only point where they observe a 
difference ib that ilnden^nv ileged MK'id cliibbeb hav e a lesb acute perception of 
the child's mental deficiency , but thib Could \^ seen ius an "artifact" since in such 
caseb the merited deficiency w;u^ mild, more difficult to spot - and not jubt in the 
eyes of the parents. 

ELOKIAN and Irib collalHir-ators (1981) shed a sup{)lementary light which 



is so important that \ve inclu(,led it in this monograph /I'hey compare the pat- 
terns of suci<il adapUitiuri in Israt4 of 57 Jewish families and of 74 .^abic 
families ,to their CP hariiiica[)i>eii children. The differences are consfderable. 
Je^^lsh families, where mothers keep a professional activity, rely on 
themselves primaril>, on the communitj to a lesser de^ee, and not all on 
piirents associations. Arabic faniilies, where mothers du not work, rel> on the , 
advice of extender! family, on selling family iissets or un public help, and are ex- 
tremely interesteil in association support. ITie author discusses these results 
with ^fairiiess by wondering whether these differences are cultural, 

, psychological, or social. * - ' ^ " 

^ To conclude. The debate on the influence of cultural context is still open. 
The complex factors involved make it entrancing, if difficult to resolve, and 
suggests prudence and more research in the future. The way professional 

. behaiVior arid care services are fiffected by suciu-cultural environment also 
needs comprehensive research and study. 
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HELPING PARENTS 



PARENTAL GUIDANCE* 

All parents uf disabled children initially expect that they \vill receive help. 
Numerous testimonies bear mtness to this (18, 46, 51, 55, 60). But what 
parents expect overall ha^ changed considerably uver the past -30 years 
(McKenna 1978 (84)). In all developed countrieb medical tare and special 
education technically should be available. LAMBERT (1978) reports on 
parents' expectations and needs in England. parentaJ guidance (95%), finanr 
cial help (95%), other services (80%), parents' orgacnizations (^5%). But what 
really matters is tu be understood and to be relieved (HANN AM, 1980). "Being 
understood" implies being listened to, without prejudice, by someone who can 
hear what is actually ^u^las well as what is behincl thejwurds (TOMKIE WICZ, 
1978). "Being relieved implies l>eing helped b> professionals in institutions a(id 
organizations vvithouH^mg deprived uf their parents' role and respon.sibility. 
'fhis implies being in control uf decisiuns cunceming the child and maintaining 
iiV regaining an active rule within institutions. It also implies retaining the 
right to have a sa> in stutlies'and research wurks. Several recent works are.ac- 
tually expressingthe voices uf parents (Birents Speak 1973). These speiiifioex- 
pecUitions .irc iTcateil by the gap that bas occurre<.l between prufessionals.and 
piirents. Flowevcr, mo^t of the studies we analyze shuw awareness uf tl^is in 
present practices. Indeed, what wc now call "F^arenUil Guidance" in France.' 
what in B^nglaml luis tlie mure egalitarian title uf "Wurking with Families/* 
eclH>et> the liesirc uf mutual cullalK^ratiori between parents and prufeivsiun<ils, 
even when the child is no longer living at home. 

Contribution of research^ to develapnenl in practice 

Wurks uf the I Vtli Convention uf the Assuciatiurj fur the Scientifii- Stuily 
uf Mental Deficient (Mrni.ER 1977) illustrates the develupmentuf research 
and ' practices tuw^^irds respect and support uf the active rule uf 
families - esjAriall} ufniuthcrs- in prj^cntiunandactiun, Furtherniure, these 
works confirm uther developments: 

Eiirl> stimulation prugranis geared tu bociall^ umlcrjjrivileged and dis- 
al)li'(l I'hiKlri'n. i.e., "Ik'adstiU't" show the b?isic icniK>i'tiince uf langiuige 
stimulation in prevention and giu'ly educatiun programs. 
- Befure entenng intu a deUiilt^l analysis uf the different kinds help uf 
"ParenUil (]uidani'e." we wuulil like tu fucub preliminary attentiun un anuther 
i^>ect of the imfHjrtani'e of language, lliey studied 105 parents uf menUdly 
deficient I'hildren tu establish their underbUmding uf the techniail terminulugy 
relateil tu disiibilitj. their use uf it, their juilgnient of it, when it applies to men- 
tiil ileficienc> in general, ami to their child in particular. The resiilts shuw that, 
-PfU-ents know and have a toter tolerance fur scientific words (like 



''Minimal Brain Damage") than for those implying a value judgment Cameron", 
for instance). ' ' v <^ 

-They tolerat^ better recent scientific words, especially feducational 
ones, rather than medJfcal ones. For instance, "school problem" or *Vetardation 
of language acquisition" are better tolerated than "mental retardation." 

The authors conclude that parents liave a realistic attitude. They accept 
an objective diagnosis but refuse the "labeling" that implies social r^ection. 

It also seemS^ us that this study shows how rapidly words that refer to 
misfurtiine become obsolete. Even if semantic wear and tear is inevitable, we 
agree with the authors that professionals must be careful to avoid using 
stereotypes and words which invoke value judgments; towards children and 
parents, " ' 

' Parental Guidonce in ^ut-potieht clinics 

In France, Guidance Centers are usually Medical, Psychological and Edu- 
cational Centers (C.M.P.P.), Centers of Early Medical and Social Action 
(C.A-.^.S.POor Mental Health Dispensaries (D.M.H.) and sometimes specializ- 
ed hospital outpatient clinics. 

HAYEZ (1978) describes guidance centers for behaviorally disturbed 
children. He analyzes the many functions of parental guidance. Depending on 
individual cases and the time of intervention but even more on the background 
of tliose who intervene and the objectives of the guidance center, two major 
types of functions are performed: ' 

- » therapeutic function, that cart be a simple echo function, allowing for 
the unspoken to be verbalized; or, 

-a more deeply rooted-in-reality function: guilt-riddance interventions, 
information-giving'ftirect interventions. ' 

Hayez insists that one should neither rely on a single approach exclusively, 
nor on an ideology in order to respond with flexibility to the needs of parents. 

In the field of mental deficiency, recent works (LAMBERT, 1978; 
BETTSCHARTandcollal)oratx)rs, 19-76; AMENTIA, 1980; TURCHIN, 1974) 
^ shed new; light on the subject. Tlie technical role of parental gui'diince is only 
secondary UJ the imporUmce of relational dyniimics. Tliey insist on the follow- 
ing points: ^ 1 

- discretion i^ a must in the presentation of the iljjignDsis and in early 
progiiubiis to avoid slowing down the child s development arul reinforcing the 

\4Wents' guilt ' <* * 

PersDniil humanitarian qujilities ace expected uf prufessioniils. common 
sense?, WannthrbJilance and self-control 

~ r*tirentiil giiulance must l)e iulapteil tu the age uf the disabled ohild. 'Hie 
problems treated - like sexuiil life uf disiibled teenagers - and the WDms used 
bhouKl ni>t k' prehcnpttve, but must develop <ilong with the teootiger and his 
famil5^. 
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' Early and sensitive parental guidance can be an excellent tool fur preven- 
ting the child's and his parent's added hmidicap. SOULAYROL (1977) sug- - 
gested guidelines vor those offering parental guidance concerning epilt^ptic 
children. The therapist must take into account not only the reality uf the 
disease (seizures and their treatment) but also the weight of this reality un the 
imagination of parents already affected by social prejudices concerriing epilep- 
^sy. It is not always easy for the therapist to seize the right niument w^hen he 
can start to talK with parents aBout something other than seizures, 
s 

Professional outreach to ttie home environment s 

The development of outreach programs, as organized from out-patient 
clinics, has been growing, especially in the last ten years. In France, provision ^ 
of service in the home environment have received a name'and official regula- 
tion: "The Home Care and Education Services'* (S.E.S.A.D,) which were 
established in 1970. 

In the U.S., LEWITT and COHEN (1975) have described and compared 
programs designed for disabled children and those for underprivileged 
children. They found the latter more effective, 

, Among programs for socially underprivileged.childl^n MITTLER, GRAY 
and MONTENEGRO (1977), for ins^ce, show that early stimulation pro- 
grams have a better and more durable impact on the child when they include 
home intervention. Such programs endow mothers with a more active and 
more individualized role, and mothers feel valuabie in their own eyes. 

Programs destined for severely retarded children (TOWNSEND and 
FLANAGAN 1976) show that professional outreach helps keep the child in his 
home and facilitates his development, provided the person in charge does not 
deal exclusively with the mother, but with both parents, so as to avoid conflicts 
within the couple. When the home-worker deals only with the mother, she has 
two reasons for isolating herself with the child to the detriment uf familial 
equilibrium; she feels solely responsible for her child's development, and her 
excluded husband steps away from her or is antagonistic. 

The authors note also that parents do not take advantage of the non- 
specialized social services offered in their community - this can be Uiken its a 
sign of social isolation. 

One cannot help but compare that research with the work of FOTHER- 
INGHAM (J972). He compared family equilibrium, depending on whtther the 
severely mentally retarded child was or was not institutionalized (institutional- 
ization being at that time more frequent). The author expected to observe im- 
provement in the .year following the institutionalization by comparison with 
observations of the previous year, using a "scale of family functions." In the 
group represented by the 38 families with' an institutionalized child, he 
observes no changes over the two years of his research, neither in the child (in- 
tellecutal functioning) nor in his family On tKe 'other hand, in the matched 
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group uf families^with the child stUl at home, he ubserv'ed an important 
deteriuratii^ri in tht ph> diui niuntal health uf siblings and parents. This led 
him to regard the absericu i)f iuo\ enient in the first grpup as a relative gain. ^ 
^ The results uf this research are disturbing, indeed. One cannot hold the 
presence uf even a severely* disabled .child entirely responsible for the 
deterioratiun in the .second gruup. Cuuld there be an artifact created either by 
.the intf rventiun of research, or by the kind of guidance going on at that time 
uV by an interaction of both? This research offers two advantages, though: 
First, it bhowsit airi txj inappropriate to encourage parents to keep a severely 
disableii child at home (TOW^SEND), therefore, programs of action should 
aim at<ie\ elopment of the child rather than at changing decisions and atti- 
tudes of parents, Second, FOTHERINGHAM concluded by pleading for par- 
enUs to be reliev ed for \ ciriable lengths uf time by an array of respite services. 

This gocil hiis Ixien achieved to a certain degree in the U.S. in recent years. 
In France, professional outreach is never offered in isolation, but always in 
connection with a specialized outpatieht clinic. Therefore, the impact of 
outreach programs 'cannot be evaluated in isolation either. However, two 
works arc* interesting: - » 

-SWRK and PX)UCHER (1979) conducted an evaluation of preventive 
action in an Early Medical and Social Action Center (C.A.M.S.P.) working 
with children under .^ix, in a |xx)r suburb, in complete collaboration with local 
childrens services. In thus program the Mother and Child Protection Agency 
(RM.I.)contributeii b> sending infant care specialists and social workers into 
the homes t^) help young isolated mothers with children. Ti|is kind of "in- 
tegrator action in the community, still rare in France, was viewed by families 
as helping them feel secure iind offering no need for unwarranted psychlatnc ' - 
intervention. The long-term results were evaluated with the criterion of 
prevention of schix>l problems among the children (more than two years 
behind their age group). Comparing three groups of 100 children , the authors 
obbervcii that 57 percent of children whose parents did not receive an> help - " 
did poorl> in schu>l while only'20 percent of those who received help, and 14 
percent in the general (x^pulation of the same age had problems. 

-The first "home education action" created in France for multiply han- 
iiiciipjAJti children* (their main handicap being severe mental retardation) was 
studiuii in lii74 (CPISAF, 1974). Tliis ijualitative study accurately descril)es the 
goal:^ arid limitations of that kind of intervention from a diversified team which 
includes a house helper for practical support io the mother, as well as an 
educator or a pli>sical therapist. The main advantage is that it breaks up tlie 
isolation uf mothers by offering them again an interest in expressing 
UienibcKes, aniflielps them establish sociiil contacts outside the home. The 
other uhjective is to bring educational stimulation and useful care t^) the child 
withuut overloading the mother, by allowing her to be more available to her 
otiier cliiklren ami to her husband. Tlie only limitations are practical ones, e g. 
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this action cannpt be undertaken bn a large geographical scale, as it wuuld be 
too time-consuming for those involved, and it is too ejgpensive for Social 
Security. In Fpmce Seruriti Suciak is a State health insurance program w hich 
pays unlimited medical rehabilitation, as well, as healtli care services. 
Therefore, it is limited to thr^ to five haiirs a week for each family. 

On the other hand, this home education^ action creates close relation- 
ships, intimate sometimes, between familfes and team-wurkers. It rteetls the 
permanent support uf the multidisciplinar> team uf the out-patient clinio bo 
that the personal needs and rights uf each disabled uhild, family, und worker, 
can be respected. 

To mwlvde: Workers of the 70 s have shown that partjntal guidance has 
evolved towards more diversified objectives and me^ns. First, b> aiming at 
'preventing psychosocial handiciaps asAVell as compensating for physical ones 
COWAN and BRENTON (1975); Second, by integrating the different4inds of 
available help services - out;patient clinics, uutreafch, prevention pn^grams 
such as temporary foster; homes (RAYNfeR, 1978 anciHORSt, 1979). 

PARENTS AND PROFESSIONALS: RELATIONSHIPS IN CONFLICT • ' 

Pp)fe^ss^armL^be(vmeaw(i7'e of (he conflict 

F'arents voices were the only ones heard until recently describing their 
conflicting relatit>riship.s with tlie different professionals working with their 
\ ""children By tlie late .Si'venties [professionals in France showed conce>i-n for this 
|)n)blem, perhaps even earlier in tlie U.S. llie 1973 Act in favor of disitlJeil 
persons might have k*en a determining fact^jr in this development in Franre. 
Tfie law requires th^it parents, professitinals, and administration services 
represe»ntatives jointly plairgijaLs and financial help for the disiibkxl child aiVl 
his family. Even ifnhis rtHjuiremeiU is not iil)S(ilutely resi>ectal, <ill cohcirned 
persf)ns are awjiro of it. In some iI^sUlnces it stimulated conflict U*tween 
parents and professionals, forcing theni to think alx)Ut how to co<^ji>eratc to 
attain the pur|X)S(ts of the legjil rt»(]uirement. ' ' ^ 

DURNING (U)8()) expressed bis surprise at ol).sming "the violence in 
educational or theniixaitif jeams^ attitudes trnvards parciit^s." As a Imgui.^t, he 
itnalyzed se^mantic expressions of thi^oonfljrt, e.g., when .mkmhI workers show 
. an interest in the dis{il)lcd child's parentis, they often s|>eak of working "otf' not 
"with'* the family. 

LAZAKOVKM (11)78) speaks in Wialf of pediatricians aiid'rhild 
psychiatrists ( if the n )le that tlie physician should plav, if he w ere aw are of it, in 
helping present the risk of tliiv.Voung child l>tVomiiig fKs\t+iotii'. He eould help* 
riM)rgani/.e Ihe mother/rhikl relation.ships if ho knew that ''sometimes the 
parents c^te the psji hosis, sometimes tiiey are iirivtii iiito insiinity l)> the 
child." This is a first .step toward changing the stereotyixi of the "pathogenic . 
mother.** 

KKIRN and ANI)FRS( )N ( 1971) in the I ^.S. in the early seventies studied 
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one of the parental behaviors which, along with denying the handicap, annoys 
professionals most -their shqpping around for mecUcal advice ("shopping 
parents"). KEIRN studied 218 parents uf mentally deficient children and found 
that less than 3 percent ask fur the advice uf more than three different ph>^i- 
cians.' In some instances the "shopping^ was motivated and justified by a vain 
search fur the proper treatment uf ver>- severe behavior disorders. He views 
this so called ""shoeing" as a stereo^pe about parental behaviors, symp- ^ 
tomatic uf the coOTict between ' parents ^and professionals. ANDERSON 
believes that the physicians attitudes during the initial consultation may not 
' alluw parents to express their pain free!} and also may not convey to them that 
he will be available to them in the future. " / 

BRAUNER (1978) analyzed relationships between parents of autistic 
children and professionals. He observes that they are more conflicted in 
France than in the l/.S. and that the influence of BETTLEHEIM in France 
might have something to do with it. Concerning this "shqpping^ around for 
physicdns, a specifically French development -consulting "quacks"- is 
. discuHpl in this work, ' - 

Mechanisms of the conflict 



. Misunderst^ popularization of the psychoanalytical concepts of "death- 
giving muther^ ur "forfeiture of the father's name," is viewed ast^ponsible for 
i the conflict by many French writers. BRAUNER <1978); DURNING (1980). 

In other works which explored the conflict: 
^ ' - HOFFET ( 1980) studied "interactions between parents and a psy c^iotic * 
child in a day -care hospital" in Switzerland, he analyzes .tensions that develop 
between the "family" group arid the *1«am'' group, with the child at staJce. The 
affective rivalry he describes between the two groups sometimes starts with 
the first' contact and is* extremely frequent in institutions where the child 
spends part uf his life. This rivalry^ is reminiscent of "Solomon s judgment" and 
' often leads to rt^gectiun ur fault finding prejudicial to the child's development. 

- SOULE anH;:ullaborators (1978) conducted a thorough analysis of the 
' ambivalence uf mutbers uf premature or psychotic children, wishing for 
amelioration and death at the same time, they observed the same am- 
bivalence in the multidisciplinary t6ams of institutions such aS neonatal 
hospital centers, ur day -care huspitals. They view this"matemalization"of pro- ^ 
fessionals as the source uf the" conflictual relationship between parents and 
professiunals, the uncunsciuus process pf "matemalization" of the profes-* 
signals tends to be "unspuke^n" also. This risk points to the need for personal 
' Uivareness training <is part uf the training of professionals. (MORVAN, 1977 
and ZUCM/\N, 1978). Furthermure, the collective work of analysis and con- 
trol of attitudes by w hich this "matemalization" could come' to the awareness _ 
uf individuals and teams rarely has b^n undertaken and done successfully^ 
hkxiixx^ It reijuires huch a difficult bleWinguf a psychoanalytic understanding 
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and a real respect for thte persons involved -professionals and parents. 

-CAGLAR (m4) and CAHN and collaborators (1974) specifically 
describe the effects of counter-transference, Wlien it is ^incuntrolled," it can 
lead the therapist to a chronic attitude^of superficial support which increases 
the parents' dependency withuut actually helping thenn, ur it can lead the 
therapist to aggressive reactions of fear or rejection and to the break-up of his 
relationship with the parents. 

-CAHN and collaborators describe the frecjuency of behaviors con- 
sidered pathogenic in 27 mothers of psychotic chilclreh in da>-care hospitals. 
Half of the mothers are seriofel> disturbed and non-available {v, hereas fathers 
are described as simply unobtrusive (10), anxious (7), or occasionally as 
psychotic (2). Confronted with the severity of the mothers' disorders, CAHN is 
nonetheless aware of the possible devastating effects of the. psychiatrists 
statements on some parents. He also wonders about the role played by the 
counter-transference of professionals and attempts to analyze it. He notes 
that the feelings of professionals ar^ indeed ambivalent and painful. They feel 
that they are not acknowledged by the disturbed mothers who can^ anxious 
iind aggressive; but at the same time, professionals feel attracted by mothers' 
bizarreness. 

To comlude. As ROUQNE S (1975) proposes, "giving up the will for power" 
shouliJ be an absolutely fundamental objective for professionals and should be 
emphasized during training as w ell as in daily practice. This can be accomplish- 
ed if the professionalm training and professional in practice can learn that 
theii: exclusion of parents arises from the ambivalence experienced by the pro- 
fessional: the fear of and the desire to regress with the psychotic child, an am- 
, bivalence which seems to trigger undefined or even omnipotent attitudes 
toward parents. 

PARENTS AND PROFESSIONALS: MUTUAL HELP 

Sharing tasks and respecting roles 

EVANS (1978) analyzes(the Swedish model of "sharing the caring" be- 
tween parents and professionals. Children of all ages and with different 
disabilities are received on a'temporary basis, in small groups, in apartments 
in the city. This relief to the f^imil> avoids long institutionalization. This model 
gives parents an opportunity to modify the choice between their isijlation at 
home and the long institutionalization of their qhild. This Swedish "experi- 
ment,'' afso exists in the U.S. and France. In England, as the HONEYLAND 
adaptation of this program (RAYNER, 1978) has shown, long stays in institu- 
tions are thrt^^ times less frequent. Both parents and professionals are well 
satisfied with this flexible and small-scale model of vacation from the famijy in 
wHich the role and place of each are respected-. 

Mc KENNA ( 1978) shows that it is possible to respond to the development 
of parental expectations by encouraging a more active role as soon as early 



education pfograms are set up. He surveys verj' different t>pes of programs, 
designed fur the ph> bicall> disabled, the psychusocially disabled, and dysl^xics, 
ab well He insist tfiat the results do nut depend only on the quality of pareats' 
initiation to the edupationl pfograrns irj v\;hich they vni\ take part, but also, and 
even to a greater degree, w hat the> will bring back to the therapists about the 
changes in their own interactions with their child which they are instructed to 
observe. The active role allows parents to combat the guilt feeling generated 
in their envirbnnjent. . * 

During a symposium on Rehtm^hips Beiweai ParerUs and Profe^^ujmh 
held in Denmark. (REAP, 1977), it apfxjared that appropriate information 
given to the parents at the time when they w ere told of the disability of their 
child was the l>est guarantee of an active parental role. SCHOLPER (1978) ex- 
plains dso tliat ""a frank sharing of all information with the parents allows 
them to exercise their responsibilities, w hereas secrec> increases their anguish 
and isolation." 

Dunng that same s>Tnposium, MAERTEN (1977) confirmed that it wa^ 
jK>ssible to respect the parental fiinction even when the child was institu- 
tionalized. With other physicians in France (SATGE, 1976), and 
VILLECHENOUX-BONNAFE, 1976), he prov^ that the more parents are 
invulvetl, ph>sicall> a.s well as morall;^, with the institution, the more favorable 
to the child the role of the institution. . . 

Parents as co-professionals? Yes. but to wtiot extenj 

" Man> works have U^*n completed or evaluated in England and the U.S. ' 
during the seventies which aimed to. reinstate parents to the position of 
responsibility of which the> had l)een deprived. Tliese prognims were so sue 
cessful that "F)arerits lus co-thenipists" or "educator parents * are n(')W being 
tiilked al^out. 

llie most interesting programs, from our point of view, remstiittKi fliscn 
franchisii.1 families in the U.S., through progVams such Jis HEADSTART, in 
their roles <is active citizens in .Uieir communities. SCHEINFELD and col- 
liibwnitors (1970) fourul that eiiuc<itional programs tailored (iround the sixrific 
values of the disenfranchised families yielded l)eneficial results. 'Fhe bcwfits 
extendtni to the sibling^, and e\ en U> neighbor families. Such results are due to 
two s|Rrific principles which also inspire the program "1 lelp to All Distressed" 
geared to the "fourth-worid" in France: 

- flexibility, oa the part of intervening professionals so that they can Wxn 
jxiranly \M the educational program aside fn t>r(ler to resolve con- 
cretely a s[KKific crisis; 

- iridividuiili/ed^iictiim according to each mcjther s interests, which Jillo ws 
her to l>e more Jictive and to build her owti parentiil ability and positive 
self-image 

However, ^^professionalism of piirehts" should certainly l)e limited. As 
Q ^ '47 
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with the "^atemalization of professionals" mentioned earlier, the "profession- 
alism of parents'* can lead to a confusion vbl roles. 

GATH (1979) reviews the pros and cons of different programs which en- 
courage parents to pfay an active role. He points out that if programs develop 
too fast or insftjequately, they risk being mimicked by parents acs mere "recipes" 
on which they could become dependent. 

DOERNBERG (1978) raises another problem -that of the possible 
negative effects of excessive therapeutic demands placed on the fan^ily by 
intervening.professionals. He describes how perfectionistic professionals who 
require the mother to focus exclusively un the disabled child may neglect sib- 
lings and the family unit. The author suggests that professionals must guard 
against personal involvement which leads them to provide care for their omt 
personal satisfactioTL By accepting a technically not-quite~so-perfect result, 
the cost to the family's well-being might be reduced. 

DOMAN (1980) provides an example of what should be avoided. In the 
first place, he professionalizes the family completely by entrusting them en 
tirely with the implementation of the habilitati^n program; secondly, he im- 
poses upon them an extrennly difficult, if not impossible, program which re^ 
quires the mother's .participation for seven to nine hours a day, with the 
fallacious hope uf curing the brain-damaged child. There is only one explana- 
tion for the extraordinarj' success of this method. The families feel unconcious- 
ly that they have to "make up" for having given birth to a disabled child 
regardless of the personal cost. This is dramatic proof of the strength, of "in- 
visible loyalty.'* 

To condude. Collaboration between professionals and parents developed 
rapidly during the seventies, bridging the conflictual gap that had divided 
them. This development corresponds with the recent desire of individuals in 
developed societies to be responsible for their lives -thus, the development of 
consumer advocacy. However, SCHOU (1977) believes that recent progress 
does not yet offer a solution to three types of problems: 

- Ksclosure of the fact of disability (as long as physicians have not been 
trained to listen) in a way which adds to the suffering. 

- Passage of disabled teenagers into adulthood is often badly handled by 
parents who are not properly informed and supported (TURCHIN, 
1974). It is a time when they relive all their primary anguishes, ag- 
gravated by the fear of their own death. 

- Aging of parents and their anxiety about dying before their disaljled 
child is the third problem; and the absence of quality services for dis- 
abled ^ults accentuates this last problem. 



Two approaches w hich, in terms of the involvement of professionals, seem 
to be in direct i>[)pobitiun tx> each other both emerged rather recently. Family 
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therap>, initiated and conducted b> professionals, recognizes the family as the 
important network, however, parents* groups, initiated by parents them- 
selves, see power in the network uf a conimunitj' of people with a common 
problem. 

Family therapy 

In the last ten years much has been written in botfi French and fenglish 
about, family therapy. Family therapy is based on the concept of the 
''designated patient** whose role is justification for the disorder in the family 
system. Does this mean that a chilii whose disability "designates"* him the 
mmler of pre-existing investments and conflicts in the family must a prmi 
be "designated patient?** Fannil> tJierapists need to be aware of the cr>'stalizing 
function of the disabled child within the family group. 

CRAMER < 1974) practiceii *lDrief therapeutic inter\'entions with parents 
and children" offering qualities which, although faded somewhat with the in- 
tensive development of family therapies, still have value today These are: a 
neetl to escaf)e <malytical purism, the power to prevent distortions in the 
pareritychild relatiorfship. and the double "economical** interest of this type of 
intervention, due to it^ brevity and its power to individualize each family 
member in relation to the others. 

WALKROND-SKJNNER ( 1980) clarifies the bases of family therapy that 
CDuld interest itlf professionals concerned about parents of disabled children: 
' 'F'amily therapies are grounded in psychoanalysis and in general 
systems theory which emphasize the importance of "feedback** in interactions 
(implicit in the relational impact of a disability). 

. -The therapist, with his personality and responsiveness, is pari of the 
gn)up he treats. 

Although WALKKOND-SKINNER insists bjie therapist must "make 
giHMi lise i>f oneself ;* she knows how difficult it is fo "make flexible and mobile 
use of^>ne*s f>ersonality.** She indicates that the presence of a "third obsemng 
{icuty ** protects this mobility . just as a third-party is needed to protect the fami- 
.ly of the disabled child from the risk of rigid or syTnbiotic relationships. 

The origimil concept of "intergovernmental loyalty" - BOSZOKMENYI- 
NACiY (1973) li;, helpful in U'tter'understanding the interactions which lake 
place an>und the disiibkil ehikl. It could help professu^nals free themselves, 
and free the parents, from the steax)ty{>ed dialectic of "rejwt/()Vcrf>»'<>twtion.** 

The work i>f FRENCH (1977) is a gcKxl example of the difficulties encomi- 
tered when trjmg to give family therapy an objective methiKlology; these 
sirne liifficultics arc actually encountered with all other tyT)es of interactional 
thenipies. llie riiixlcl profK^ses four criteria (anxiety, iil)ility to change, 
ilesigiiatetl supfH>rt of the symptom, power) for the analysis of the intenictioris 
m tFie fanuly group, it hLso coukl pn)lrably l)e applied to other tyi^es of conflicts. 
Unfortunately, we doubt, rus the author does, that it could bc\:ome part of the 




daily practice of therapists who are cuncemed, mth good reason, about their 
own ability to mobilize and change. 

Parents' Groups 

PARFIT (1971) selected 30 of 100 experiments conducted with groups of 
English parents. From his synthesis of studies of these groups of parents of 
disabled or chronically ill children he drew several conclusions. 

What emerges is that the help available in these groups is flexible and 
fulfills the objectives: 

- an "economical'' distribution of technical and psychological help is a^ful 
to parents. 

- the creation of interparental solidarity can prepare them for associa- 
tions. 

PARFIT also empahsizes the great potential that parent groups holfl for 
groups of adoptive parents, to "foster homes/ to socially disadvantaged 
fanfiilies, as well as to parents of young delinquents or ofechildren with (per- 
sonality disorders. ^ ^ ^ 

JEAMMET (^980) observ^ed an open group of parents of adolescents with 
anorexia nervosa. He found group support develops through the iiiff<^rent 
following stages: Firstv^here is a distribution of roles in the, grolip, then, , 
parents recognize one anothei^|[Lfe mirror-like structure, and this helps im- 
prove intrafamilial relationshipsTrinally, thev^ve each other support, acting 
in some way as each other's therapists. JR 

DLTsIST (1976) compared the outcomes of homogenous and heterogenous 
gnmps of parents and children. He found that disabled children and their 
parents develop more strengths when they are mixed with non-disiibled 
members. This stud> confirms our reserv^atlon toward iill education^il or 
medical structures limited to one condition for the sake of homogeneity.. 

Three other studies concerning groups of parents of mentally deficient 
children, each dealing with a specific aspect, are of interest: 

- BIDER and collal5or^ti)rs^(1975) compared two samples of mothers of 
Down s SjTidrome children, agesTfo 3, One of the groups received help from 
an educational guidance program with discussions atxjut techniques and fami- 
ly interactions. Mothers derived personal well being from the discussions and 
their^ex^Hi'tiitiorus towards the child were modified. Tlie Dvjwns Syndnjme 
children ma^le significant progress in language acijuisition and body image, 
although no improvement was observed in their sociability. Such encouraging 
results lei\ to the idea of extending this program to CP. children in the hope of 
making up for the lack of educational settings for these pre-school disabled 
children. 

ATTWOOD (1978) shows that groups of parents can fulfill three ubjec- 
V tives. they allow their children to improve and the parents to adjust better, 
besides, they put them in a l:>etter position to take advantage, of their owii ini- 



tiative, of the services available in their community. 

concliule. Families, therapies and, groups of parents stem from a 
similar objective, tu improve relationships and the well-being of families. They 
are quite different formb of assistance and should not be confused with each 
other. 

ROLE OF PARENTS' ORGANIZATIONS 

Most of the parentis* organizations evolve from the initiative of parents 
rather than from that of professionals. Some authors observe that when 
parenti> become involved in developing parents' organizations, it increase^ 
their social compett^nce and this may be a factor in influencing the disabled 
child's sociability (SINSON, 1978 and BIDDER, 1975). 

Successes and problenDS of the activities of parents' organizations 

The basis for this analysis will be the studies published hy the three main 
French associations: 

-The Association of Paralyzed Persons of fVance (1970) was created in 
W33. it hai> 80,000 members, mostly adults whose aSfability is the result of an 
accident. It manages 112 institutions. 

- The National Union of the Associations of Fapaflies and Friends of Men- 
tall> Dibturbed Persons (U.N.A.FA.M. #123) wa^ated in 1963. It has 6,500 
members, mostl> parents of psychotic adult^^does'not manage any institu 
tion directly. 

^ - The National UnioQuf the Associations of Parents of Disabled Children 
(U.N.A.P.E.1. 1975 #124) was created in 1960. It has 62,000 members; the ma- 
jority are parents ijfv^everely retarded children. It manages directly many 
educational and vocaUonal institutions (about 1,300); parents help to originate 
these centers. Parents, members of U.N.A.P.E.I. created most of the private 
specialized education^il and voaitional day -care centers for^children ,aild 
, teenagers in France. The sheltered workshops and residential houses were 
built for adults. • ^----^f ^ 

These three large national associations plus about 25 others created more 
recentlj for other disabilities (blindness, deafness, CP., spina bifida) and other* 
chronic djseiibes (di^Jtjetes, congenital cardiopathy), federate their local and 
regioritJ iLssociijitions. The> share successes and difficulties alxmt which they 
speak with a great concern for t)bjectivity. ' ^ 

Their effectiveness is recognized at the collective and individual levels as 
well. Collectively, they are regular speakers to government and public institu- 
tions. Starting with the 1970s, parents' opinions", as expressed through these 
associations, have been Uiken into account in the National Disability Act legis- 
lation. Some would view this success as that of political power. 

Tht^ir individual efficiency is seen in mutual help and solidarity. At the 
most difficult moments (revel^ion of the disability, passage to teen-years or 
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adulthood, decisions about institutionalizatiori) there are things which are said 
better, and accept^ better, behv^een parents, th1a}i if they canne from a profes- 
• sional, no matti?r how, sensitive. Also, association life gives every parent the 
opportunity to go beyond his mm suffering while attempting to restore his 
own self-image. 

Difficulties arising from diverse indivi'dual association actions remain im- 
portant, in the collective and individual realms as well: 

-Each ^i^iation is specailized, up to now,' around a single type of 
disability. This is divisive and can be especially detrimenUll tu parents w^hose 
children have an unspecified disability, ur whose children eventually show 
signs of a second* disability. • 

- Excessive association proselytizir^ sometimes leads parents to "profes- 
' sionali2ation'* or to being unavailable to themselves, their spouses, and tlieir 

disabled child and his siblings - and this is detrimental tu familial eijuilibrium. 

-Finally, relationships betw^een parents involved in thv? association iuid 
professionals are often controversial. In their functions as managers, parents 
. are often criticized professionals for their lack of objectivity - and for 
influencing the organization of the institution they manage according tu the 
specific needs of their owt) child. On the other hand, parents ufteii feel that the 
institution which their association created betrays its goals becixuse of tlie now 
ovenvhelming influence of professionals. This creates a smokescreen l)etweeii 
themselves and their child. 

. HUDSON (1978) conducteii a very interesting sociok)gicii] stuiiy of the 
functioning of an American parents* ajssuciation, witli 1,500 meml)ers and an 
annual budget t>f $300,000. lis goal is to provide volunteer help in the homes uf 
families with mentally deficient children (respite c^ire). The author liefines tlie 
criteria which parents were able to retain initiative and active beliaviiki* and 
'avoid being dominated by a few leadei*s. Their syjyess is due in piul tu the 
following faptors: 

- Parents make decisions regarding admissions. 

- Salaries are not proportional to the amount of work perfoi-med. 
-These services are not intended to last forever, but must U* tiiken over ^ 

by the community as soon as possible. 

An organizational model such as this seems to iilk)W' for a l>etter inVgr'a- 
tion in societj of the piirents and their disabled child, and the author suggests 
that it C!()uld l)e' valid for other kinds of actions. 

Parents* Associations and Information • 

' > « 

It has been noted several times in this analysis tliat lack of infomiatii^n 
miikes the anxiety imd isolation of parents of disabled children worse, lliert- 
fore, it seems natural that parents* associations concentrate their action on the 
development of information in France and abroad. There are numerous ways 
of enhancing the dissemination of information: 
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- Meetings and cummittees are organized on a local, regional or even na- 
tional scale. 

-A specific publicatujti b) i'ach tyixj uf association serves a3 a link be- 
tween iti) members and provides an avenue fur reporting one's experiences, 
feelings, and reflections. Such publications are useful to prufeSvsiunals too. 
Thej eon tain practical infurniation on legal rights uf disableii pers<^s,^on ways 
to create institutions or services, and the> describe the activities, background 
and working conditions of the iisscxiiation s employees. 

-"Handbooks" which are very useful to isolatetl parents are often publish- 
ed tind distributed. An example i.s the Guidebuok of Disabled Persarth and Their 
Fnertdti by LEIBOVIGI (1978), the director of U.N.A.P.E.I. (National Union 
of the Associations of Parents of Disabled Children). The same parents' 
association risked two physicians R. and 0. Sitt^BREUX (1979), to write a 
handboiA fi)r their meilical colleagues to try t^) fill the gap in training F^rench 
ph^sicianb about problems raiml by MadiiUy Disal)kd Pena/rus, ODurs and Us * 
(1979). ' . . . 

- "Training" {jiirtnits for interparental support. Tliis action is very ciireful 
to avoiii "professknililization" uf parents, but rather trieb to make them aware 
uf ribkb inherent in interparental iiction-for themselves (power^ projection) 
and for the young (larents they addres^r (identification, dependency). ^ 

-Training new categoriej>s**<rfmtervening professionals: auxiliaries, 
volunteers offenng help at home, medical and psychological helps for daily life 
in institutions. 

To amclude. Parents*' Associations seem ty perform a regulatory role in 
the system of help to disabled persons. 

On the one hand, they emphasize pniblenis unresolved or poorly resolveil. 
Presently in Frarice they pla> precisely this stimulating role about multiply 
bindicappetl children, mildly deficient teen agers, and all disabled aging per 
sons. 

On the other, by the very virtue uf their numbers, they remind every^one 
tfiat even if professionals df^ always desired and always desirable "third par 
ties'* for helping the child evolve and his parents retain a social life . , con- 
versely parents must remain the al\vays present "third parties" in^ their real as 
well imaginar> parental function, for the child and the professional as well,* 
tiu tu avoid a second "matemalizat^on" (turning" piojfessionals into mothers, 
in a negative sense), just as painful as the first on(ir 

CONCLUSION 

At the moment of concluding this critical analysis (admittedly somewhat 
dense), of some worki> published during the seventies about "Disability and the 
Ftunily," I would like to propose some possible answers to my working 
hypotheses and suggest fields for future research. 
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ANSWERS TO WORKING HYPOTHESES? 

• The very existence of an added handica-p for the family has been (xmfirmr 
edbya nimber of French and foreign imrks: the violence of the revela- 
tion, the solitude of families, their social isolation, all add s^uffering, 

, However, parents and professionals have gTX)wn more aware of the re- 
percussions of this added handicap on the development of the disabled 
child; they also have become convinced that it does not have to be so. In- 
deed, flexible and diversified collaboration between parents and profes- 
sionals is becoming more efficient in the prevention and treatment of 
the added handicap, and in the prevention of psychological and social 
risk as well. ♦ . 

• Did *Vmry"slow things dawn^ Has it evolved? It seems to me that this 
analysis offers a positive answer to these two prdiminary questions. 
The misuse of certain psychoanalytical a>ncepts has- indeed slowed 
things down, this is a known fact; and it seems that this hindrance can 
be avoided. 

• Do cuRurxd factors play a part in the impact on the family of a disabled^ 
child and in the attittules of professkmals? My reading of some works 
referring to the cultural context, allowed me to realize'how imprudent, 
even impudent, ^ oversimplified question as this one can be. "Culture" 
certainly cannot be reduced to one entity, and the infinitude of its\thnic, 
religious, historical, and economic . . . elements cannot be mastered by a 
non-«pecia]ist such as me. However, from these readings I retain the im- 
pression that this unresolved qmstixm reinmns a very stimtdaiing 
one -its many aspects in my daily practice bears witness tcrthis impres- 
sion - it might be that differences are at play in educational values and 
the concept of the family group, but the impact of these differences on** 
parents and professionals is in any case probably less important than. 

• the impact of an underprivileged social situation, 

• the impact of the personality of each involved partner 

• the impact of the unyielding violence imposed by the disability 

FIELDS OF FUTURE RESEARCH 

The imiilysis of some works published during the severities, suggests 
many iiuestiunt* that many medical and research professionals xre already in 
vestigatmg. We will limit ourselves to listing a few of thei^e questions, fwllow 
ing the outline of our-analysis: 

PARENTAL ATTITUDES AND CHILD'S DEiVE^OPMENT 

• Can the concept of invisible loyalty be*applieil to interactions between 
parents and disalJed children, to interactions betv^een siblings, as well 
iks to. interactions between generations? 
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• Is it possible to prove that disturbances connecteltwith a maternal dep- 
rivation can, be reversed? 

• What immediate and lung range future possibilities lie ahead for chil- 
dren of disabled parents (motor handicapped, psychotic ur mentally 
deficient parents)? 

REPERCUSSIONS OF THE DISABILITY ON FAMILY LIFE 

• How can the "added handicap" caused by the disclosure, be avoided? 
-e.g., study of the training of hospital staff and professionals 

• Looking at reasons for resistance to information. -Organization and 
control of information networks in the hospitil ' 

• What are the repercussions of the child's disability on his parents' sexual 
and emotional life?, e.g., - Analysis of resistance to Genetic Counseling 

• What is the importance of the **unspoken" that surrounds disability its 
mechanisms, its familial and social impact? 

• What is the role of prevention played by the social "thir^-party." 

• What could be and what is actually the role of grandparents? e.g., 
T^Advantages and limitations of intergenerational loyalty and soli- 
dkrity. 

• What are the repercussions of the disability on siblings? e.g., preven- 
tion, importance uf the rank order uf the disabled child amorlg his sib- 
lings, "^differential vxilnerability," educational function of the peer group 
and its influence un future social integration, for the disabled child and 
his siblings? 

• miat are the repercussions of poverty on access to legal rights, medical 
care and education, for the disabled child and his family? 

HELPING PARENTS 

• Is there a real change uf (objective? Does present help avoid dismissal of 
parents^and offer support instead? 

• Study of the "matemalizatiun" of professionals (mechanisms, dangers) 

• Roles, self-images, attitudes, their impact on the parents/professionals' 
exchanges. 

• How cjin parental helpl)e adapted to the passing of time, what becomes 
of the disabled adult; the aging parents of a disabled child? 

• What are ihe mechanisms of interparental help? (Contributions and 
limitations of the professional^ in preparing and providing support) 

• Study of the information on disability for parents and professionals, its 
use, its rejecti(jn and f)erversion. How can general information and 
respect for individuals be combined? How can specialized vocabulary be 
protected from wear aqd tear? 

• Huw should training programs for professionals and non-prufessiuanls 
be mixlifieil (specific traming, basic training, continuing education, 



multidisdplinary training, technical training, personal training)? 
Sonie of these subjects Ka^ already been dealt with in the works we 
analyzed. Others seenri mufe novel, must are multidisciplinar>; All seem impor- 
tant if one wishes to see families and professionals engage in harmonious, 
helpful relationships which will lead to the well-being of the disabled child or 
adult. 
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COMMENTARIES: U.S. PERSPECTIVES 



COMMENT ON CHILDHOOD DISABILITY AND THE FAMILY, 
BY DR, ELISABETH ZUCMAN ' 

Kathryn P. Meadow , I 

Gallaudet College 
Research Institute 

* 

I am pleased to have the opportunity to comment on Dr. 2ucman s fine 
monograph which pulls together.man> interesting reyourceb and ideaii on the 
tupic uf diyabilit} and the famiiy. We in the United States have loo few con- 
tacts with uur felluw prufesbiunals in Europe and too little information about 
their work. 

My comments will be focused primarily un the third and final section uf 
the monograph, ''Helping Parents." My \jwn experience comes mostly from 
contacts with deaf children and their families. Their situation has both 
Mniilantics and differences tu families whose children have different kinds i)f 
liandicaps. However, one thing which does cul across dibat)ilities, I believe, and 
which makes parents* response to the diagnosis uf the handicap ver> difficult, 
is the broad area of ambiguity existing in the recognition and, diagnosis uf 
childliood disability . Wliere deafness is concerned, the ambiguities lie in the ex- 
tent of residual hearing, in the child's frecjuent response to vibrations ih\t 
mask inattention tu sound, and to the inability uf ver> >oung children to give 
inR^nnation tu diagnosticians. These ambiguities frequently contribute to 
parents' uncertainties in dejUing with professionals, and to their "shopping" 
during the prtnliagnustic period (Meadow, 1968; 1980). Freeman (1977) 
reports an avenge ditignostic delay of almiist ten months fur profiiundly deaf 
childa^n and more than t>ixteen rriunthb for children with lesser hearing losses. 
IVentiil **shopping^ liecumes nnofe understandable in the context uf such ex^ 
tensive ambiguity. v 

Dr. Zucmans comments un the need for mutual sbiring of tasks and 
respecting of roles Ixftw een parents and prufessiunids are particularly cugent. 
The ilangers uf "pri^fes^iunalizing'* families, thereby denying them their rights 
to tmjij'y their children are certainly rife in uur experiences with parents uf deaf 
children (Schlesinger & Me?iduw, 1976). Sometimes the seeming resist<ince of 
parents tu the introduction of rehabilitative mechanisms is a reflection of con- 
tinuing mourning of the loss of the desired "nurmal" child. We hav e come to 
U'lieve that the cognitive abilities of hearing-parents for learning sign 
languiige are not fully available until they have Ixjen helped to come to ternis 
with the^ef and sorrow around the diagnosis of deafness. 

I>. Zucrnan di^usses a variety of "agents" who can be involvcxl \x) help 
|)<irtjnUs in their adjuVmerit tu the child's handicap, and in learning aU)Ut h'ow 



to cupe with it. One group that might be added to the list iS that of adults who 
have themselveb dealt buccessfull/with their disability. Utilization of such in- 
dividuals can be helpful U) prufehsiDnals a^; well ah to parents, enabling them to 
avoid some of the pitfalls described by Dr. Zucman. For example, including 
disabled adults in meetings of parentis of disabled children insures that the 
meetings will be "accessible" to the disabled parents, and sensitizes both ^ 
parenth and professionals to the use uiknguage. It is necessai^ to use care in 
.selecting disabled adults for this role, however, since the progression of 
parents from one phase uf acceptance to another is sometimes slow and pain 
ful. Insensitive persons can accelerate parents' feelings of being inadequate to 
the tai5k of helping a haniiicapped child, sensitive persons can demonstrate the 
possibilities ab well as the problems that await'a young child with a disal^ility- 
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BETWEEN EARTH AND SKY: COMMENTARY ON CHILDHOOD, 
DISABILITY AND THE FAMILY • 

William Roth, Associate Professor 
. Socitil Welfare and Public Policy 
Chair, Department of Public Affairs and Policy 
Nelson A. Rockefeller College of Public Affairs and Policy 
Stiite University of New York at Albany 

I^. Zurman merits our con^atulations. Her review of the literature is 
always humane, insightful, ;ind intelligent. 

Dr. Zucman also meritM)ur thanks. She explores a section of the terrain 
of French psychology, ps>chiatr>, and psychoanalysis- a terrain scjmetime^ 
.{Q\>undl> urifaniiliar to Ameria'ins. The French tradition she presents and 
through which nori Gallk' pieces are refnicted is iliffea^nt in sensitivity and 
emfjhasis from what may l^e our habit. She tiikes these works seriously; 
senous attention, if not acceptance, is obligatory on all concerned pa'rties. 

Dr. Zucman, then, is to 1)0 congratulated and thanked. Ho[x?fully, she will 
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bereachis well. 

However, or so it seems to me, Dr. Zucm<iirs ilescriptive program has cer- 
Uiin iiiackjciuai'ies. U't me atteml however brietly to one of them. 

One i)f I)r. ZuciTiaiiV. goals is to improve the iiUenictions l>etween profes- 
sional and patient. One vvoiulers whether thi^gual is well serveii b> studies of 
the sort that she reports. 

Admittedly there are ps^choiogiail nuances. Admittedly too, in certain \u- 
st;inces, nuance i^an dominate. Vet, or ^) it seems to me, certain mundane 
fcicts rhust be attended to before psychologiail soiiring. 

P'or example, there are just twenty four hours in a da> . Further, the order 
i)f events is critical. The faniil> with a handiciipped child is more pressurei.1 b> 
the time and sequencing of society than are many other families. App^iint- 
ments are set at the n^nveiuenc^ of the professional, sequencing defineil b> 
pn»fessional authority , iind issues recognized a^s problematic in the first place 
onl> with professioniil eiuiorsemeiit. If time and seijuencing ha\e eontribute^l 
t^) the distortion of all families, vvarp^ing them ever niore to the psychological, 
legal, and professional, then can we rTot expect the waqjing of a family with a 
handicap|)ed cllil^ktobe at least as profound? 



Money and j^owtrai-e certainly relevant. In geneml, the faniity of a handi- 
eappenj child is likely to have less than the professional. But, this is to distort 
the point, whic/i is whether the money and power possessed by the individual 
family excetnl^ that ( >f pnofessionalism. ITie answer must surely l)e no. Kven in 
cH^s where nioney and [XiWer are at a level sufficient to conHTUiiul, services 
anJLresource^ rather than treatment or progntm iire rare. 



V^iiseyUences follow. The primary work uf the parent is to l>e a parent. To 
the extent that the parent is reg<irde<.l and treated ius an infant, patient, or 
tnjublesome, how is the handiaippcnl chikl to regard that paiVnt? To the ex- 
tent that the handic^ipjjed child is moiiotechnieally treateil as patient, child- 
IkkkI is inevitcibly diminished. To the extent that the professional isolates the ^ 
situation of handia\p from stxiety, meaningful piirticipation in .s^jciety is 
rtHiuctHl. The medical dictum, "I)o no luirm.", of half a i^entury iigo is still 
applicable to the situation of the handicapi)ed child. 

The conce[)ts "profesvsionali/iition" and "maternal iziition" iu'e interesting 
and meritorious. F^ut almost certiiinly they lerul themselves to abuse. 
Although there are distinctions U'tvveeii a nutternali/AMl pn)fessi(inal and a 
caring i ►ne, it is dangerously e;isy to confuse the two. What hoMs with ()rofes- 
sionals holds doubly with piitients. American exi)erience at le<ist hiis shown 
that in order to U^simply a parent, the piireiit of a handicapfxiil chiM must fre- 
(juently l)ecome something of a professional in medicine, eilucation, etcetera. 

IfidetMl, stH'ial advances m the situation of handicap are hnkeil with the 
thought, action, and jKJwer of parents, handicapiKid people, friemls, profes/ 
sionals whu have cluuigeiljt in no small meiisure by changing public 'pt^licy. In 
the Fniteil IStiites, one Ihinks of Section 504 and Public Uiw 94-142. 
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Dr. Zucman suggests that similar thought, action, and power have af- 
fecteil French polic>, \Chich, in turn, has effected the sitiK^n of handicap in 
France. And in the .siinie ilt^iide that it wa.s hap|)enin'^ere! It is easy to 
^ understand the diffuMun of Wue jeans anil the events of the Sixties, it is 
iinother matter to comprehenii how j^erhaps .similar diffusions occur in the do^ 
main of disability. 

Psychological refinements are ver> nice. F\irthtvr, they may l)e necessarj' 
to comprehend the situation of handicap. Yet. ius matters stand now, they are 
in fierce danger of l>eing abuseii. It is usuill> not to the psychiiUig} , prejudice, 
nor ine|)tness of either parent or professional that we owe the painfulness of 
their mteractK)!!. In sonie significant meiLsure this intenictiun is renderwl dif 
ficult h> the M>cuil situation in v\ hich l>oth p^ircnt and pnifessional are vm\m\- 
lied. Matters of social situation are frequently quite mundane It is no sniall 
/part due to the reiili/xitiun of muniiane matters like tluise sketched alx)velh^t 
the situation of |><ireiit.s with disjibled children is changing for the Ixlter. 

While admiring the soiiriiig (jf the Concorde; let us ni^t forget the earth. It 
IS t>etween the e<irth and the sk> that families with disabled children live. 



COMMENTARY ON CHILDHOOD DISABILITY IN THE FAMILY: 
THE "ADDED HANDICAP" 

(Jaston E. Blom, Martha Karson and Marsha Worby* 

The monogniph. CliildhoiKl Disabilit> in the Family by Elisiibeth Zucman. ad- 
dresses the psychological experiences, problems and needs of families with 
children disiihlai by a variety of impairments. Comnlon issues for thes4* 
families are organizeii into three majiir themes; 1) parent l)ehavi{jr.in relation 
to child ilevelopiiicnt. 2) refKTcussions of dis<ibility on family life.jmd 'I) helfh 
ingjKirenUs. In addition, a central feature fur tlie family is its relationship with 
professional hel|>ers. particularl> ph> sicians and tHku atiirs. Zucman examines 
tills feature ius a {xitential "added handicap" when a psychokigical gapV'xists 
k'tween (liirents and professionals. The giip is creattxl by those |)rofessionals 
who negativel> stert»ot.\ F>e parents its rejtrting (ir oven^nitective, who disclosi* 
and withhoki information from them without sensitivity and who either over- 
professiondi/A* parentis or comf>ete with their pcirenting functuins. 

Zucman shows a sensitive ciTficern for consumer interests with profes- 
sional providers <md alerts us to the theoretical frameworks ami traditional 
practices which buus the professional negatively tiiwards parents. She fKiints 
out that a "thinl |>ersorr can U' <fn ini[)ortfint mediator and source of supfHut 

• Ki-prrsfraiiiK t^'t* iJ»'P«»''tniotiU P.^\cliiatr>, P.s>iIu)Iok> and CouiiM'liri^^ Kdiu Jitimiiil 
l's>ch<)|()^'> S|K-ii<»l Kiiut'aOon. arui [Uv CtiivtTi^it.v (VnttT fcr Inttrnatumal Kt'hahilitatiuri, 
Michigan Stato I'invrrsit> 
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and infurmatiun tu the farnil> and itb handicapped member. Thib third person 
can be a prufe^>sii)nal, a famil> meml>er or a nun prufebsiunal uutbide the fami 
ly Pjirent associiitlons ran assist in these* functional roles. 

Di.sJibilit} in tlie tarnil> uui understood ;md approached pr^)fessionall> 
from different >et overlapping levels of analysis. 1) individuid intrapsychic 
perspective, 2) dyadic interpersonal rehitioiiships and 3) a total family system 
view. All tfeese levels interact with and influence the bociid system. Ciiregivers 
in the si^liety need'U) l>e sensitive and aware uf the difficulties at all these 
levels. We ahuuld alsc^^ttend to the interaction between the aire given and the 
hcindicapped person arfekjier/his family and to the need for appropriate iul 
vixxicy . But We must tds^) gu furtlier and find w ays U) enhance the quality of life 
for the total family. 

A family systems view uf disability invites attention to ho.w fcimily 
niembers influence lUidiire influenced by t^e behav iors ;ind disiibility of any 
nnember as well as the l>ehaviors of professiunids and bocicd institutions that in 
terface with the family. F'or exahiple, a family with a pcirent hav ing multiple 
M:lerosis ii^ often referred to by a professional as a multiple scler6sis family, 
fostering a liandiciippeii family identity. Furthermore, adults and children 
with dl.^<lbllity are fruiuently not Udkctl to directly by others <tH;^nfomiatiun 
anil rtiiuests, a ai)ouse, parent or other able boditnl family menper may Ix' 
.'%|x>ken to mstciul and may .often ii^j[tj^propriately spe;d\ for the family' meml)er 
who is disiibknl. 

In a family .system i)ers[x,vtive, a three^generation view should Ik' 
reflecttMl m profes^ion^d practict^^ince reacticiiis to a previous dii^ibility m a 
grandpJtrent may be relevant in tlie parent generation. ;i^'*they relate tu their 
own child with a di.s^d^ility. Fiiniily reactii^ns to disability ;ire also influenceil by 
the<igeand developmental sUige of individud iind family life wli^ri thedi.siibili 
ty occurs. lieactions are typicidly re-operit»d and re settleil wiUj movement 
through the life cycle. ^ 

In the Zucman monograph, some discdssi^^n \b focused on^ children in 
families with dusal)led piirenhs. Tliis phenomenon, while insufficic*ntly studietl, 
i^ receiving bome attention a^ .-society attempts a more adequate resjxinse to 
the civil and dev elopmental rights of i>ersons with disiiljility. By dt'velopmenUd 
nght^ one wt>uld include .sexual eX|)res^ion, marriage and the l>earing and 
reanng of children. However, wheri concern is expresstnl aU)ut the psycho 
logical giip U'twtx*n professionals and piirent.^ of disiihleil children, then that 
g<ip lb further widened when the parents have discdjilitie^ themselves or were 
disid Jed chddren and are now adults w ho hav e, aire for anil rear children. The 
g<ip,is fostertnl by a professionid biiis of patliology seeking and'finiling in 
re[M>rUs on b)th the children and their parents with disability. 

Zucman reviews a limiteil and seltrteil numl>er of published studies on 
chiKlren bom of* parents w ith di^iibilities buch serious emotioned distur 
Uince, {)hysicid impiiirnienb and conditions such as immigration ;md t*x- 



jxjriencing the Hulocaiil^. She concludes that nu specific or 'systematic 
piithulo^cal influence un a chiid*t> development and adjustment appears tc^ 
re^»uJt from a parent'.^ dLsal)ilit>. Rather, she is impressed \vith the strengths 
' frun» the res Jience and pla6tiCit> uf chiKlren, their utilization of positive family 
and environmental resources and the han[nun> achieved between children and 
stable parents' wjio have a disability. 

How, ever, without a pathological bias one can usefully examine the psy- 
chological ^ifluences arid effecti> on the child of parent disabilit> factors. Issues 
i)f tinle i>r occurrence cind the extent and t>pe of ph>sical and psychological 
•d>sfunetu>n and limitatiofi are impurtiint There are-^so additional family 
• system variables sucb as tjie developitierital stages uf individuals, couple and 
^ Tamjl-y. 

' "'in- assessing the im|>act of parents with a serious 'emotional disturbance 
4)n tbeir i hildren, it i^ important \k) recHignize that the .parents are not 
ps>chulo^c<ill> upset t\vent> four hours a da>, seven days a week, for twelve 
month.^ a >eiir. llie idea exists that, when somebody is evaluated wiui is 
:>enou^>l> disturU^l, this represents their usual wa> ufbehaving and relating in 
<ill Mtuatiori>< When ^M:H)ple Vith disorganized behaviors are observed natural 
' KstK cdly , the> are rw)t lii^organized all of the time. The> -have areas and times of 
adequate.* c^kpUitiun anil ma> function well as parents with their own children 

, Some ^>pare tlieir ihildrerr fn>m recipients of their disturkxl behaviors*, 
lliese phenomena du not go unnoticed by children who can make use of their 
uvvii rCidit> testin^«uf4.heir parents' reifoonableness and emotional acce.s^ibil- 
ity. A child ma> iict iu> a parent towards his/^ler own parent, i'.e. parentify, and 
gcun strength the^L^by In fkt^ Giirmezy, Blether and Mednick have fuund in 
longitudina] i>tuilies uf*children with schizophrenic^parents that the great ma 
ji)rit> of ^ucli children iidjusted well in both later childhood and adult life 

ITie few studies i>fi'hijdren with parents having severe visual impairment, 
ileafnes:^ ur r?K>tor diixib^lit:^ do riot [xjint to parental inadequacies and child 
rruiliidjubtmeht its the literature of opinion militiitt^^s. What is needed is 
reassurance t^) ^jiirerits from pn)fessionals that their disability will not 
adversely iiffeot their fuirental competence and their child's development. 

. Children al<so. netni information and opportunities Uj talk aUjui their parent s'* 
ilibiil)ility. Again, professionals neeil to consider family system issues. "Hiis is 
' s|)irirK-all> illustrated 1)> Zucman's reix^rt of a study from Peru i)f different 
familj relations to raoU)r disiibilit> in parents, llie nature or severity <»f the 
tlLsability did not .seenfi to matter, while the t>TJolog> of famil> interactitjn (Hdr^ 
Three ty^ies were identified. *des{^M)tic, patriarchal and democratic. The 
democratic l>i>olo^' W(Us iissociate<l with k^tter U)lerancc of the disiiliilitjyj 

In .-^piteuf .^Hial.pnjgreshin the civifand dcvelopmentiil rights ojdisiibled 
(persons and of the few [positive outcome studies of families .with dis<ibled 
|>iirerit>, view.sohtlie riegcitive influence of disiibilit> in parents on children are 
prevaler it.4'n)fes.sioruil pri'judicv tends to sup|x)rt theopiYiion that adults with 
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disabaities^sHbuld not have children, or if they do, they^ not adequate to 
care for and rear them without negative influence. This prejudice is related to 
the "added handicap'' of the professional-fannily gap which results in un- 
favorable repercussions of disability on famil> life. Fortunately, social trends 
are in the direction of active respect and support for families with disabled 
children. These- trends are not only human, but decent and just. 



The Summer Family Conference: An Adventure in 
Counseling Families with^Handicapped Cfiildren 

LESLIE D. PARK, Executive director 
United Cerebral Palsy of New York City' 

lince 1968, United Cerebral Palsy (UCP) of New York City, Inc.', has con- 
ductefj a Suntmer Family p)nference for members of families with young han- 
dicapped children living in the New York Citj area. The purpose of this con- 
ference^is t<:) provide an orientation and counseling session for families who are 
just beginning > face' the lifelong problems of caring for a disabled child in the 
home. E^h >ear approjsimately 25 to 30 families representing between 150 
and 175 famil> members attend thib conference^ from all sections of New York 
City. Conducted oo the campus of Monmouth College in West Long Branch, 
New Jersey, the conferemv has proven to be a most outstanding and effective 
counseling program for families of the handicapi)ed. ^ 

Families and childrea in the largest city in the United States find 
Unrelenting circumstances battering their lives on a daily basis. Economic, 
^ ' racial, and complex social problenis are a constant backdrop to life in this 
metropolis. In addition, a large percentage of the population do nut speak the 
English language and are frt^m alien cultures. These circumstances compound 
the affeady existing problems of families with handicapped children. How do 
the families of handitapped persons link up with a community agency ajid the 
essentiai^ services it pR>vides? How can a family know what it must do in the 
home \k) proviife the (optimum environment for the cj^velupment uf the handi- 
capfK^i child? Is it just mother, or du other family members have a role Uj play 
in the adjustment of a handicapped child in the home? These are but a few of 
. the many questions which must, be faced as families of young handicapped 
children prepare to help the child. Maintaining any kind uf no/malcy under - 
thQse circumstiincs is difficult at best. ^ , 

In 1970, a significant (irogram was undertaken by UCP of New York City, 
funded through the U.S. Office of Education. This was a project to develop a 
demonstration "Early Education Program" for preschool handicapped 
children. It was one uf three such demonstration programs in the country and 



wai> debigned tx> experiment with techniques leading tu more buitaple educa- 
tion for > uung handicapped children. Earl> in the project the^flw^ionuf how 
the famil> :>huuld be irivulveii w ius raised, ^"hat initial step^^uuld be taken to 
provide fur family orientation and bubbeijuent involvement in the rehabilita- 
tion process? Experience had taught Ub that holding monthly nieetingb ambng 
interested parents wab. Ux> limited. Often, more questions were raised than 
•were answered and parents found that the subjects were not appropriate to 
their particular circumstances. Because so manj families came 'from poor 
economic situations which includeii inadeijuate Housing, the ideaof a "retreat" 
had great appeal. Such a retreat in the country , in a setting that w as conducive 
to learning, Wa^. view ed as a family holiday . The setting of a college campus in 
^ rurar,a{mosphere seemed to offer the most ideal location for the initial 
papdnt conference. The selection of Monmouth College in West Lung Branch, 
New Jerse}, was extremelj fortunate, since this 'Campus offered available 
fe^cilities for conferences of this tjpe w hen regular college classes were, not in 
session. The arrangement of dormitory space where -femilies could live (Is a 
_unit, and where appropriate services could proviaed for joung children, 
was quite ideal. 4 

ft was iltHjfdeii that a general theme for these conferences*should be "All 
Biuners [hv^ru Earners of language, dress, and social strata had to be 
eluTlinateil '<i^ wel aildressed ourselv e^i tx) learning how^ to more effectively care 
fur the handicapped in the home and the community. Informal dress was eH- 
i*ouniged and btaff meml>ers w ere nut distinguished by ''clothing or ap- 
|)earance. Perhaps rapix)rt w ith parents would U' better if such Uirriers were 
eliminated. The first conference in the summer of 1970 proveil this tu l>e cor- 
rect. A general atmosphere of informality develo[>ed along with a great in- 
terest in learning. Parents were at a teachable i^tage with their j uung chiKla*n 
and the> wanUxl U> kriuvv what thej could do to help ther children in the home, 
ilie sUiff members of tnited Cerel)ral Pals> J)ecame Ixjth [jcirtners and 
leaniers in an intensive three-day experience. 
< \ 

Format for Learning ' * . 

It wah decided that this conference njust do everything [x^ssible to 
.strengthen the faniilj unit <us well as provide a gujd etiucational eK|:)erience. 
. Families livetl U^gi'tlrer arid husbaijuls and wives^ntly attended lectures arui 
dihCUsc>ii>Ti groups while children mingled freel> with uther children in t^rgan 
izetl and supervised da> time activities, returning to their families in tlie later 
aftemK)n and evenuig. llie format for learning was well thought-uut iind pn^- 
videil phu tK-al seminars and Itrtures e^ich miming, lliese lectures concen 
trattnl on primaV> hubject are<us, such as. What li^m I exfxvtTrom the meilical 
pn^feshion in the future? Wluit is different alxiUt learning iind educiitional pn)- 
grants for the brain injurtnl child? WTiat things cim I do in'the h6me that would 
Ik» most helpful? ^ ^ 

./ 
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From the beginning the emphasfe was on demunstratiun and prac- 
tkal "hi)\\ to" ai'tivities prei>entaJ in simple nontechnical language. Each 
nrioming a session w.t-. Itnl b> a physician, an educator, or^ team of therapists 
wh(j demonstratt»d i^iniple a^^istive dl;vices that coulQ be used in the home. 
This format proved to be effectiv e and has generally Wen repeated each >ear. 
We found that parents were qiiick lo raise questions in this informal atmo- 
sphere. Discubsioni5 ensued among parent on how their children behaved in 
various circumstances and hovv the>, as parents, were doping ^ith individual 
problems. 

Ih subsequent veurs a .sptvial session the specific resources of United 
Cerebral Pals^ wai> presenteti. This theme provided assurance that a com- 
munity ag^np> wijuld be there to share the burden with them as long as the> 



livwl. It was* made clear that there Were no "cut-uff points" when a'child 
reachtnJ age 21 or when the financial fortunes of^e families rose or fell. Man> 
parentis .spoke canilidl> of the positive effect thishad un re\lucing their anxiet)/. 
These generaly ^esjsions re v exiled man> interesting sidelights, llie hostilit> 
and resentment toward organized medicine was immediately apparent. NoJ 
d( »ubt this relates! U> *l)Iaixiing tlie doctor*' for their having a child with cerebral 
jJtiL'.y It w a^ als< > appiirent that parentis often had unrealistic educational goals 
fur their limited children. Frank discussions uf educ;ational, objectives and 
technicjues U:*ndo(i to make them rpore realistic. 

Informal group discussiuris-were held each aftemuon irl sheltereil areas 
uniltT the'trees. Parents from thekime neighliurhuods (ailed U^njughs in New 
Y( jrk City ) met together, in disi*u.ssions led bj a social w orker and psychologist. 
F'arenth w^ere encounigefl tu express their/eelins aljout liavinga handjOcippeil 
child and explain their practical t^Uniques uf handling the t^fiild at ]|omt^. 
Qirit»stions a}>out the relatk^nship of the child to other childrenin thXi farjii* and * 
'the neighUjrhucKl w:ere frankl> discussed. Jt was in these sessions that the real 
ft»elings « )f the parents w ere most effectiv el> voiced. Group leaders with great 
sensitivity and skill entt>uraged parents to openly express their feelings 
vvithout guilt or shame. It was not^ unusual to hear a husband and wifebpenly 
Mmit that they had never heard the feelins of. their spouse expressed before 
this time.'^Likewise, a self -teaching ^attitude developed among the parent 
gn>uptj,so that they were soon counseling one another. This highly therapeutic 
atm()sphere»j)atxj>reyailtHi in v;irtually every conference. For several years 
mt*etix)gb wer? tuAd among the brothers and sisters of haricCckpped to en- ' 
courage a similar type of disciission. Teenage brothers and sisters spoke about 
what it me^f to havea handicapped brother or sister living in iEhe home, how 
this affecttni their friendships, and so on. For the most part these sessions 
^vere not untirely successful and, wer^ abandoned after a period uf time, llie 
large age sparf, plus educational and cultural differences, made such discus- 
sions toa'difficult to conduct productively. 

Probfitily th^ jnnost effective part of the conference came from the infor- 
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mal and ui>&cheduled discui>siun& held with the staff members. With a hi^y 
expenencetl .^taff Mining «k> conference facultj , parents were ^le U) openly , 
dibciLst> <in> ib^ue relating to'ciire m an informal and relaxed atmosphere. It 
wa;> encouraging tu bee how easily parents b[>oke of their problems when the> 
were at the dining room or the beach. Quebtionb came up which w\|uld never 
have been posed in the formidable environment of the doctor's office. ^ ^ 
Children "attending the conference were grouped according to age and 

.participated in a da>-camp experience. With competent group leaders these 
children enjo>^ a vanet> .of recreatii»nal activities and were treated to an in- 
teresting outdoor hUmmer expenence. Cit> youngsters enjo> ed exploring the 
wonders of the country and many developed new frit*ndships that have laJBted 
over the years. , 
We Mx>n realized that in the recreation program the children w erereaHy 
Ixiing intnxhiced to middle-clabs American sUindards. For the first time, many 
F\ierto Rican and blcick children from the fxn erty areas of the city were ex- 
posed tA> the way college students lived on a college campus. One young boy 
w its heard t^) v^y ab he entered the bub to return home, "I would like to come to 
this college somt^ilay." 

^lAAemoon and evening penods during the conference were times for 
recreation<il cutivilies and relaxation. Trips Ui the oceanfront (jtist a mite 
away) vvere pn>v uled regularly and group ev enihg activities planned for those 
who wished' to {>iirticii:jate. The mo,st pc^pular of evening activities* w^us the 
iA\ii<irv dance program which had wide {participation by both families and^^ 
children. One wa.s quick to observe that many families with handicapped' 

^ children had simply not learned haw to play. It wab a revealing ex-perience to 
see p<yei|its and other adult^> enjoying gn^up activities of this kind for the first 
'time in many years. 

Baby-sitters were pYovidtnJ for parents with youn^' children in the even- 
ings U) that they might h^ive some opp(irtunity to be oft by themselves if they 
wi?>htHj. Tlio fiearby (x:earifront board\valks and recreation opp^jrtunities pro^ 
vkM an incentive to get away' from the college campus for brief periods of 
time. 



Conclusipns / 

.Where an organization, community, or group of parents can institute a , 
- similar type of parent cictivity, it is evident that the effectiveness is far- 
reaching and can provide the instruction and practical guidance that parents 
of young, handiutp^)tHl children are looking for. Followed up by meaningful 
prognim si-rvices, this ty{>e of parent conference and orientation readily 
Ixxronies an efft*cti\e ini^trunient for developing meaningful relationships be- 
tween ctgerii y pK-rsonnel and families of the handicapped. The uriqualifitKl siic- 
. cess of Ihis conferi'iK'c [urogram us l>est seen in the respt^nses frim those* who 
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ans\\ered questiunnaires relating to their experiences over the past eight 

Parent Conference Survey 

In 1977, a total uf 191 questionnaires w ere mailed tu families who had par- 
ticipated in the conferences since 1970. The returns brought back 75 com- 
pleted questionnaires, with 51 returned "address unknowTi The remaining 65 
did not respond, or responded too late to be tabulated, 

F'rum all completed questionnaires, the statements rated as "extremely 
helpful** b> more than 50 percent uf the participants included, knowledge of 
other parents sharing similar problems, better understanding of cerebral pals> 
'd^ d condition, ability to speak to others about the child's condition, helping the 
child s etlucational progress and considering future needs uf the child, en- 
couraging the child's independence, and Using methods learned at the con- 
ference for feeding and dressing the child. 

The survey indicated that conference objectives had been translated into 
* meiiningful Ix^hadural chainges within the homes of the children represented. 
Sul>sei|uerit interview.^ with piu^ents revealed that no counseling experience 
witli physician, eiiuaitor, ur clergjTnan wai) as meaningful in total understand- 
ing of and orientation U) the problem as was this experience. 

*Rcpnnte(J in part frum Rehai/dUaluni Literoiure, Vol. 40, No. 4, April, 
1979. Publistitnl l>> the National P]cister Seal S<K*iet> for Crippleil Childrc^n and 
Adults, 2023 W, Ogden Avenue, Chicago, 111. 6dB12. 



SPECIAL COMMENTARY BY: 

Birgit Dyj>segaard 
The (Jounty of CopenhageYi, Denmark 
'IJepartment of Culture^nd Education and 
Center for Studies in Education and Human Development 
at (iallauflet College 

Disdbillty in the Family. The Relation between Parents 
and Professionals. 

In her [japer Dr. Elizaljeth Zucman iiddresses herself to a ver> imp^jrtant 
Lssue. llie cfftx'ts uf (li.s<ii)itit> an the family. Boused on her stifdy of recent 
literature and her own ex|>erierices, slie discusses tlie intricate relation l>e- 
twt»en the pn)fessJunaL^, the experts, and tlie parents, whcjat le«ast in the initial 
iitige i^f l>eing parents uf a handicappeil child, are nc^t experts ur feel iis such. 

Although tlie ini|)ortiru-e uf involving parents in the treatment of their 
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handicapped child ib acknoNvledgtfd by all professionals working with disabled 
children, \er> little i.^ known about how to secure this crucial involvement. 
R*;search addrebbeil to thi.-> question ha.s Ix^en sparse. However, an increasing 
number of studies, especially about earl> intervention programs have been 
published debcnbirig v arioUb models for professional-parent interaction. Also a 
growing interest in research on irifanc> is spreading rapidly in the United States. 

Ik. Zucman'b paper points to a similar interest reflected in the French 
profejvsional literature, ^ hich once again den lunstrates how similar trends and 
.ifilereht^ become of ct>ricern U » the professionals in different parts of the world 
at the same time without a direct exchange of information. 

While profebbionalh agree that parenUs should be involved, less agreement 
l^ found, when the questions is asked how? with what responsibilities? with 
what focu.v C:arol Carwngtil (1981) present.^ the following list of parent roles 
currentl> in u.sc\ generally arranged from least U) most involved: 
-parents as an audience 
/ -parents as supporters and references 
- [)arents as learners 
^[){irents as ti'achers for their children 
-pjirents as therapists 

-parenUs as det-ision makers, policy makers, and^visors 

One mldition ^lu^uld made to this list:-parents as parents - Based on 
what now kriowTi from rebe<irch on the process of attachment, professionals 
might come U> regard the development of maternal/paternal attachment as 
the most Mgmficant contribution of parents in any early interention program 
and give higlvpriont> to help parents develop such atachment. As part of a 
.^tud> I have extracted 2()0 different statements made about i^e/ factors in 
earl> intervention programs from 20 randomly selected references, (table 1) 
Tilt* majont> of the sUitemenUs made by professionals are ^technical" descnb- 
^ mg viinous nioilels for parent iiifant programs organization of different pro- 
feSvSionals involved, etc. 

.llie parents have different priorities. They are more concerned about 
their ongoing relationfthip and interaction with the, professionals. The majority 
of the parents statements concerned different aspects of the painful 
diiignostic [>rocess and of the relaU^d i:)reaking of the news". 

Anyone who wurk^ with or knows pjirenUs of a handicapped child will 
reali/A* the enormous im{x)rtance of how informatitjn alxiut the child's'problem 
Us first related U) the |:>cirenU, particular of w hat is said, how it is said, and what 
is left unsiud (the unspoken!). j 

in hpite t>f triis many [OTenb of newly identified handicappwi children still 
tgll al)out exfx^nences that are unnecessiirily painful, often cruel in the way 
Uu^are handler 1. I toUlly agree with Zucman that such ne^tive interactitms 
often {>rodtJiv an "culdetl hAndiaif)" and cerainly an extra burden on the family. 

Some im[H>rtant ( nteria thftt should l)e met to secure better inteniction 



ionals and parents include: 

iven iuxmrak' infurrriatu/ri about the nature uf their child'b 



between prof( 

- parents are 
handicap 

-information is s^mplied by a Imaii'tedgeahk person who ha^ sufficient tinte 
-information incluS^ description of what can be done for the<:hild immedi- 
ately, and what services are available nmv and for UUer need 

- an individual act as curUact person in obtaining information and servieeb 
-ammunicatim between professionals take place 

-TTwdical'professiumls take resjHmibilUy for refemrtg children to proper, 

non-medical programs and vice versa 
-svjch programs, especially for early infancy, are developed 

From Zucman's comprehensive study and from all other studies I know 
of, from recent >ears, I would venture to conclude that most parents uf handi- 
capped children are willing and a5le to meet the bailie needs of their handi- 
capped child fur good, stable human relationship, provided the> are supported 
by knowledgeable, caring professionals. Parents seem to be rather modest in 
their-expressed need fur practical and economical support, but psychological 
sup{)ort, acceptance and understanding from professionals with time to listen, 
are for many unmet, strongly felt need. 

Professionals have the theoretical knowledge to avoid the uften men- 
tiuned failures and to meet must uf the needs and wishes expressed b> parents 
pruvided a change in attitude will bring increase uf respect fur the skills and 
knowledge of other professionals ai, well as increai>ed respect for an under- 
standing of parents' strengths and resources as parents. »^ 

Zucman's paper represents an important step tqward such change uf at- 
titude. It is important that someone from the medical profession is making 
such clear statements about the importance not unly uf the medical aspect uf 
the particular handicap - but also of the influence uf the disabilti> un the familj. 
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